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Int;roduction 

The World of the Developmentally Disabled Child has been developed 
in accordance with the trend towards the provision of community-based services for 
developmentally disabled children and their families. The format for the handbook 
and the selection of information to be included evolved from the identification 
of service needs' and satisfactions in a particular commujlity Lake County, 
Illinois. Geographically situated in the northeastern corner of the State, Lake 
County provided a diverse population in terms of socioeconomic, ethnic and racial, 
and urban, suburban and rural backgrounds. It also offered a wi^e range of ser- 
vices to developmentally disabled persons: a major state-operated residential center, 
smaller private resident ial programs , two cooperative and one community unit special 
education districts, workshops, and vocational training. Alternative residential 
programs, employment opportunities, and family support services were^being developed. 

The handbook is intended as a prototype for any cpmmunity defined 
by the provision of a meaningful and. accessible network of services, whether a 
large metropolitan area or a rural county. We believe the general needs' of a 
developmentally disabled child and the family are the same regardless of place 
Df residence life course planning, famiiy support, consumer action, and the 
establishment of definitions and policies which ensure -developmental needs are 
being adequately met. We have endeavored to provide enough of a rationale for 
our recommendations that the handbook will be useful for parents outside of Lake 
County as well, even in its present format. Of cour,se its utility would be greatly 
enhanced if local references were changed and a local directory of services developed 
for other communities. 

In developing the handbook, information, on the networks of services 
actually utilized was obtained from a 57-page mail survey questionnaire completed 
by 330 Lake Cdunty families with developmentally disabled children 21 years of age 
or younger. For the purposes of this'^study, developmentally disabled was defined 
as children handicapped by mental retardation, cerebral palsy, epilepsy, autism, 
or multiple handicaps involving one of the fqregoing, and whose handicap required- 
more than 50 percent time In ^ special education program. We made personal site 
visits to all of the agencies and facilities identified as providing services to 
developmentally disabled childretj in the County. At each site visit we toured the 
program as well as interviewing at least one direct service professional, admini- 
strator, or parent. In the p#bcess of collecting this information, contact was made 
with persons willing t6 provide editorial assistance. Drafts of all the chapters 
were critiqued by parents and professionals, and their suggestions for revisions 
incorporated in the final version of the handbook. 

In summarising the voluminous data we collected for the handbook, 
some simplifying assumptions had to be made to render Ahe material manageabfe. 
We assumed we were writing for parents with a high school education or its equiva- 
lent, but without special college or professional training. We tried to' p;rovlde ^ 
enough Information for the new parent who is just beginning to learn a'bout services 
available for developmentally disabled children, and for the parent who has some 
experience but may be looking into the a^^ailability of and ncctsitty for a ditfierent 
type of service. We assume initiative on the part of parents* The ideas and 



suggestions we provide are just beginning leads. Indeed, follow-up P^°J«^^%. 
coSu involve eignding each chapter to the length of the handbook and even then 
Tery aspect of Tpartlcular service area might not be fully covered. We assume 
that if parents are given enough infpnnation to know what should be available 
^el LlU have the persistence to find a knowledgable expert who can support th.m 
inlllng the best'solution for a particular child's ^n^^^^^-^"-^,- 
assumed that the parent who turns to a handbook for assistance will be able to 
trade emotion fKr control in the best interest of maximizing the development of 

their child and of-their family unit. 

« 

We assume frequency in change of services offered and staff 
-turnover. Therefore, we have included few specific names in the handbook. We have 
^tried to include only programs and organizations which have been in 
a long enough period of time to assume stability. Therefore, the handbook should 
remain useful if addresses and telephone numbers change because new listings should 
be readily obtainable from the yellow pages or telephone directory service. 

We have tried to emphasize what parents can do: as individuals and 
those areas where collective action is required. This emphasis reflects 
philosophy that parents are the most important members of the team of professionals 
working with developmentally disabled children. Parents are the on y -embe'rs of 
that- team with a life-cycle perspective and involvement at any one time and over 
time. Therefore, parents must become ^he real coordinators of services to maxi- 
mize benefits to children. . ' 

flarijean Sue^le, p\i.D« 
Vincent KeenaA ) 

Northwestern University 
Evanston, Illinois 

September, 1979 ^ ^ 
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^\ - V LIFE COURSE PLANNING. 



'Throughout *the developmentally disabled child' s lifetime, evalu- 
ations of abilities and disabilities determine which school programs, me<Jical 
treatments, and/or any kind of special help. will be received to stimulate • 
development. Life course planning involves diagnosis and assessment of the dis- 
ability, encounter;? with a variety of professionals, educational programs,, 
vocational services, and the selection of an appropriate living environment. 

Ex|^nsive medical, psychological and educational testing is done 
when a child is yoimg to determine' what the disability is, and what can be done 
to help. The best evaluajj^ons are performed at large hospitals, clinics dnd 
programs which are able to draw togethVr many different professionals. Di-^gnosis 
by a single doctor' or psychological t^^ is usually not adequate ^for assessing 
the child's abilities. For example, i childvdiOt seems to have M developmental 
delay c.ould be diagnosed as retarded on the basis of a test^ when the problem 
might be that the child has a hearing loss. Deciding on which clinic, hospital, 
or program to bring the child^^to involves\ several questions. How muth will the 
assessment cost? How long will it take? Where are the clinics? Which provide 
tha best treatment Yor a particular child? These are the kinds of questions 
answered by ^the Chapter oil Diagnosis and Assessment. 

Special educational program^ involve a wide variety of specialists. 
Too often parents have little idea of *how these specialists work with. their ' childr 
and are uncertain about what questions to ask to obtain information. Since titles 
can be confusing, the Chapter on Professionals provides brief descriptions of 
the specialized training and job expertise for each profession. To avoid frag- 
mentation and lack of continuity it is best if parents personally know all the 
professionals involved with their children and can provide accurate and up-to-date 
records as requested. The Chapter provides suggestions, about the ways parerfts can 
work with professionals, both giving and receiving helpful information, to m^iximj.?;e 
children's development. This is best accomplished by maintaining, continuity of 
philosophy and practice between home and school. ^ 

Special education for the developmentally disabled is avaijlable, 
by law, for children ages 3 to 21 with early intervention )[rt:ograms serving^the 
population from birth to 3 years. The range of services offered is broad. 
ChildrAi move between different types and levels of special educat^.on as their, 
needs and abilities change. The; Chapter on Education describes the services 
provided for different age. groupings: early intervention, preschool/primary,* 
secondary, and transitiojial to adulthood. All the years spent in preparation 
will have the outcome desired if pfirents understand and support the relationship 
between school curricula and developmental goals. Education should be directed 
towards maximizing the potential for a satisfying adulthood. ^ 

» 

The goal. of education is to provide the developmentally disabled . 
with the skills and training which will enable them to function as independently 
as possible as adults. Children are never too young to be taught ,t he positive 
work habits and attitudes of dependability, promptness > following instructional 
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courtesy, and:' qpoperation. Just .receiving a diplom^ witll' no job or plans for 
further training Umits oppdrtunities for independence and continued development ;__ 
Vocational training Should begin in school. The Cha|>ter on Vocational Services 
discusses the next steps "tTiqJ.udlng work activities programs, sheltered work- 
shops, and job opportqnlties Under various degrees of supervision. Employers 
need to be educated too. Community acceptance i§ a prerequisite to meaningful 
employment opportunities. ♦ 

It is usually very difficult for any parent to have their child 
ledve home, regardless of the child's age. For jnost families,- the issue will be 
considered as the period of formal schooling draws to a close. Parenting, through 
the pravision of emotional and often financial support as well, continues through- 
out the lifetime. The Chapter on Living Environments outlines the types of public 
and private programs supported by state funding, provides suggestions for evalu- 
ating living environments, and discusses the meaning of establishing indepahdence. 
The groundwork for an alternative living situation should be laid in advance as - 
the end result of liffe course planning. 
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Diagnosis and Assessment 



your child's lifetime, evaluations of abilities and 
disabilities determitte wh^h school programs, medical treatments and/or 
^Ln'f Jr^'"' '^'P be. received to stimulate development ^ 

c^lSlrv^l : 'n'r^'^^'^'r' educational testing is dLe when a 
t ltlt "^^'^ '^t^^ disability is. and what can he done 

to help.. Professionals interpreting the testing results will suggest a 
certain program or treat;nent plan. Follow-up.evaluations.' usuaUy not as . 

child s lifetime to cjieck development. The follow-up tests check to see 
stpppe^r"'""' given -Should be continued .-changed or. 



Schools do rtot usually provide medical examinations and often 
assume hat parents have already taken care of the medical evaluation or 
other diagnosis and treatment that the child requires. Therefore " is 
up to you. the parents. to.gef tHe medical evaluation for your child. 

\ doctor wll'h ""^^ "°"^d be f«™ily doctor. 

A doctor with a general praptice may be understanding, but may not have 

. particular expertise in t'he specialized areA of. handicaps and the special 

physical, psychological, and educational needs of special children ^^e best 

advice may be to send you to a specialist, who deals with handicapp;d children 

daily and- knows their needs. Your family doctor may be able to recommend I 

diagnostic clinic of a teaching hospital or a univgrsitj clinic 



The best evaluations are performed at the large hospitals and clinlrs 

voir chnd"" '"'^''"'^ "'"^ professionals a^d personal apprLch^s to 

IT . ti ^"^^^^-"ent. Diagnosis by a single kind of doctor is usuaUy not 
adequate.t.^ answer all ne,ds. TesMng ^y a multidisciplinary team of docWs 
can help to ind c.te specific disabilitka/ that might not be'observed brjust 
one professional. For example, a child who seems to be uncooperative in school 
when\e°'"%'°n' ''T°^' by. a ' psychologist >as having an L^t pLl probl^ 
when he actually has a hearing loss. ^ multidisciplinary testtng expands tir* 
number of t>rof essionals and personal approaches tb'your child's assessment 

• The large clinics have many different professionals, that- you mieht 
Tn. H'l"lr' ""ge^from doctors of many different spLialties 

to psychologists, social workers and psychiatf^ists . as well as speech therapist, 
physical therapists, occupational therajJist^s . inhalation therapists nurses 
and possibly a who e range of medically based technicians whon^ou ^ay "ever 
meet, such as nutritiq^ists. lab technicians and endocrinologists. . 

ThP '^r^ diagnosis is a combined etfott of the whole team! 

The team wUl meet at what is called a "staffing'V At these ptafflngs. each 
on ou^'c^hUd" "1° ^%i"-l-d/n child's c'ase submits a^wrltt'^f 4o\' 

on your child. One of the prof ess ioTidls will be the case coordjfnator^- the 
person in charge. The case coordinator will summarize the findin^sTf the 



' tests given by the professionals ai^^|t^ tfecommendat ions, for t|patmeot,^ 

• s^jho.ojdng^ or whatever. .Rach profe9^H|al knows the others' fitelds well 

enough to ask 'intelligent questions aTWlt^ recommendat ionsJmade by the* 

professional, this process assiUfes/tKft child ^he 'besC asiessment p6s8lble. 

• ■ ' * • • * * ^ ; 

. . . * . • ' * . ' 

* Deciding on i^hich clinic p.r hospital you?, shourd^ bring "youl: child Uo 
^avolves ^everdX question^. 'How muth does -t'he'assessmeat cost? How long » 
/ win^thei' assessment take^?| Where are the .h^js^^itals? .Which provl(ie the best 

• ^tteatiA^nt for your ch^d?^ . ^ • - A 

• : ' , ■ ^ ■ • • ' • . ^ ■ ' n 

One of the; bejs^t meai^\of choosing«a clinic Is to ask friends, 
school perj^onnel, oVy)areijt organizations wh^ch cllnlcs'^ thfey have h^ard of' ^ - 
an^ what results *they l«ive had with^^'the^e .clinics. ^ Parent .organization's ^ 
tsiich as, local chapters of the Nat:1x)nal Assocrl^t'ion for Retarded Citizens, 
>dT fhe parent groups of Igcal schools fo^r hand^cappW children'^J^ are good 
resources becau^e^ you are ^ure to find, many '^ersQpii who ' have been to. many ^ 
diffeijIS^ clinics in your area..r. By listening to thoir *.exper.iencAe ^o^ can > 
probably dec^4^ 'which one w6ulct-be, best .'for ybu« child as well as prepare 

. yowijsel^ " for tlje ^expetience . Yin the directory ati^^he back • of ' this manual „ 
we hav^ listed* many of the d itTer^f cl inics' found iij ChkcagO and the *Hr6rthern 

^subiflflis^. Estimates f ot t,reatment^-costB are *just that, estimates. Th/ co^t 
of treatment is irtcr^Basing yearly wltfl the^'spiraling costs of cquipmmt. and 
"profegslonals. The listing?^ will help you to find ou4: ,about dif ferentJbrograms 
' and what fhey off.er, b]xt we still suggest that you talk to 0ther paretipd or 
parcntsl groUps to gpt a ful lcr4dea of what ,*each clinic^s approach and treatment 

,;^)lans ^are, . ? ^ . 

1^ Xs parents^. yoU Ccin prepare your cH^ld^ and youVself for the 

evaluations in several ways, i^'trst, you wCl.lvbe asked about the child's 
-medical ami, deVelopm^iltal history. When did tTie child first begin to turn \ . 
over? .Did you notice any thirii^l f f erent about this child as compared to your 
other children? The persont^v^^ will be aigrking yt>u these/qiVestions, usually 
. called an intake worker,* is trying to get 'an idea of how v/rxr child has 
developed ♦'^ l^jA worker will also ask you questiortfe about other family^ 

members (brotners, sisters, granipai^nts^ aunts, and uncles) to see'^lf heredity 
has had aby e^ect on your child *s 'healtlf. The reason for Compiling a family 
history Is not to place the blame for ^the child's disability on someone, but 
to see if the Inforynation about yoiir famlM^^ can {\eAp them pinpoint the nature 
of . your child's d'i3^})ili ty, a^d^ hQpefCilly prepare a !)etter tr^tment plan. 
You il^n be prepared for these family history questions by bringing with yoii 
tQ the first meeting any results from previous tests that were done on your 
child, any pejfso^nal -records you might have'keptf on your 'child's growth and 
development, and pny Ideas or memories you have about /amlLy members who had 
unusual d Iseaacs^ or haniJ leaps . ^ * • . 

* ' Th(/ first meeting at the cliolt'will probably be vJf^ Important to 
you In terms of what the evaluation can do for your chtld'and how much it will 
cost to do so. Most clinics will charge you a fee^ for this first meeting but 

,you stiould flivd oUt at this meeting exactly in which tost your child will be 
Involved. Ask how long the^^valtiat i;*n process will take -and how much the 

'anticipated cost is going to be. Find out If yoiy: heal th * Insurance covers any 
of the testing; some policies will cover all or part oT the evaluation costs. 

'if you mu-^t pay for all or part of the servlcevfl, ask to talk to the billing 
departinent .of the^clil^lc or hospital and see what^ financial arrangements can 





- ' f . • \. 

be mijde (for ex^mplffe, installment paymepts) . ^ » ./ * 

You may not want ta have the testing done at the first 'clinic that 
yox} go* to: the costs may be too prohibitive, or you maytnot agree with the 
philosopKy of the program. Fortexample, the program may be oriented toward 
coring your child's dlsabjllity through emotional kinds of therapies and you 
may be seeking a program t;hat will ^ or lent ed(^ toward educational therapies. 
Looking around at a few clinics is probably a good idea, but you must weigh 
the costs of all those initial meetings and 'the time it takes to travej, to 
all those clinics. It is not an easy ^acision and you may often be frustrated 
take time to evaluate the information you have received and to discuss it with 
others. 

As parents you haj^e a right and anx)bligatJton to know about any 
'procedures before they are undertaken with your child./ You should undearstand 
what you are agreeing to and th^ reasons the procedures are necessary. You 
should *have an idea of What results are expected and whaj^ side effects are 
possible. During the initial interview the professional you are talking with 
should be able to provide you. with information that will answer all these 
issues. 

You can prepare your child for the diagnostic procedures. If need 
you can ask suggestioKjg on how this can be done at the first interview. 
If the professional you are dealing with is unwilling or unable to provide ^ 
you with useful guidelines then request an interview with someone else. When 
you ore explaining to your child about the tests do not tell. the child too 
much potentially frightening information at once. ■ Small doses of information 
work better. The goal you are reaching for is that your ch}.ld will be prepared 
enough to cooperate during the testing. 

The actual diagnostic process can take from two weeks to six ntonths 
depending upoVi tlie clinic or "hospital that you go to and the amount of testing 
done o\\ your child. Testing is almost always done on an outpatient basis. 
You will most likely have to come to the clinic several times during the 
evaluation process to get all tlie testing done. Most clinics Will try to 
schedule as many appointments as possible on one day so t^t you will make the 
best use of your time. Working parents should take this Inttr^Cnsideration 
and beware of the clinics or liosprltals that make appointments several, mqnths 
away or on too many different days. Trv your best to get an appointment 
schedule that does not overtax you, yet Is still flexible enough for the 
clinic's tight schedule. 

1 ■■ ■ . 

Yoyr child will take, a series of tests tliat will try to evaluate 
disabilities and potentials for development. A helpful premise to start off 
witli is that neither the professionals por the tests are perfect, but a 
combination of competent technicians and sound tests will provide yo^^ with 
reasonable answers. Tlie clinic Ian may t)e using professional terms ( 'test 
jargon'*) to explain what the test is all about. ^Specialized words and labels 
Identify many different problems in what are precise terms for the profession. 
Yqu should *Gsk to have such words explained to you In plain English. In 
medical, and psychological tekts, the tester does not look for an exact score 
but rather at a general range 'of .scores. The exact scores will vary, even on 
tlie same test. Rvaluations of your child In any areas will not be. on one test 



only, but on a series of tests that will indicate generally at; what level 
your child is functioning now, and what level might be a(ihieved in the future* 
There is no guarantee that what the clinician predicts will come true. It \s 
only the best estimate at that time^and can be helpful in setting short- and 
long-range goals. 

The usual procedure for informing you of thf diagnosis Is through 
the final meeting. There you will meet with either one professional wt\o 
tested your child, or with a* group of them. As discussed bfefore the professionals 
have already Kad a staffing and will have come up with a diagnosis and 
recomraemdat ion for treatment" or placement of your child. At the time of the 
meeting you should receive a' written statement of all the testa <Jone and all 
the professionals seen by your child. .The results should be written in a 
language that you understand. Of ten the raw scores^ of the tests wl^ll not be 
, included because thfey have very little use for you and could be misleading. 
The person or persons with you have a responsibility to givj? you a cle^r 
understanding of whpt the diagnostic tests are and what the scores pean for 
your child. 

Some basics you will want to know: Is my child in basically good 
health? What can be expected in terms of school performance? How does the' 
child feel about the problem? Wliat specif ically can be done about the 
handicapping condition? How will the child ^s di6ability be minimized at 
home and at school? All of these aqd other questions are concerned with vhat 
is the child's problem. Dd not take a one-word diagnosis for an answer. 
Being told that )^our child has Down's Syndrome is interesting but it does not 
give you any idedi at what level the child is functioning, nor what you can 
expect for the figure. • ' 

When you leave the final sessio^^ you should have a written statement - 
of the testing procedures and results that yoirr child has undergone and a good 
understanding of those procedures and results. You, the parent, are the child's 
best partner. You -are the most important part of the diagnostic team. If you 
do not understand what la going on then the diagnosis most likely' will be of 
less help to your^ child. You are the only one who is in for the duration^. -The 
others only have a brief contact with your child. You will bt involved for 
the rest of your life. 

* - ' •■■ 

Perhaps you disagree with the diagnosis. Before you make an 
appointment for another cvaluatipn, identify which parts of the diagnosis 
strike you as wrong. Disagreeing may not change the diagnosis and if you can 
not be specific you may have to take your child to another clinic fop a full 
set of evaluations'. This is very expensive and can be very trying on you 
emotionally. If you obtain the same results after the second set of evaluations 
and you still disagree, stop before you go on to more expensive evaluations 
and ask yourself if you are expecting a certain diagnosis before the tests arc 
isven done. This is a very common expectation, but -it could be v^ry harmful to 
you and your family if you do not recognize it early. You have certain financial, 
physical and emotional limitations. Talk with friends or other parents of 
handicapped children about thfeir experiences with diagnostic evaluations, they 
may be able to help you with your feelingB* You may, dlsagrejp vehemently with 
all-the diagnoses. If your friends f^hare your feelingB, then organize yourselves 
to see what can be done to correct the Situation. 
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The Written statement you receive from the di^wosis will be very 
Important for youjr child future* *If the diagnosis was a preliminary 
requirement to placement in a special school or regular school, the 
statement of results will contain the information that the school^ .will use 
along with interviews and tests^one at the school to place your ch^ld in a 
certain program. For your and your ^hild's best Interests you should start 
. a fiie or account, if you have not already Aowk so, of all CTie visits you have 
made and 11 this per^^ons you have 9een. In that" way "yqu will always have a 
permanent record for any future purpQses. For example, if you move, some- 
times the records are slow in follovfLng* you to your new residence. This tipie 
lapse could hinder placement for youT> child as you get settled. ^ 

^The diagnosis and its recommendation for placement open up a 'whole 
new ^rea for your investigation' — t|je schools. . 
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Recommended for Further Reading 

The Sp^Kal Child Handbook . New York: Hawthorn 



Medical Specialists 
Cardiologist 
De rmatologist 
Endocrinologis t 
Gas troenterologisf 
Gynecologist 
Hematologist 
Neonatologist 
Nephrologlst 
Neurologist 
Obstetrician 
Oncologist 
Ophthalmologist 
Oral Surgeon 
Orthodontist 
Orthopedist 

Osteopath (ist) 
Otolaryngologist 
Pediatrician 
Plastic Surgeon 
Psychiatrist 
Rheumatologist 
Urologist 



A non-technical manual for parents of children who have 
special needs, based on personal and professional experience 
of the authors. This manual expands on every sut)ject we 
have covered in our manual, giving more examples and infor- 
mation than we had room for. A very good book to have for' 
your reference throughout your child's lifetime. 

Commonly Seen Specialists 

Area of Specialty 
Heart 

Skini I 
Ductless glands (such ds adrenal, thyroid, pituitary) 
Stomach and intestines 
'Women's reproductive organs * 
Blood 

Newborn children 

kidneys * ^ I \ 

Nervous system and brain i 
Pregnancy, labor and delivery 1 ^ 

Tumors ^nd aberrant growthr \ * 

Functionp and diseases of the eye \ 
Surgery of the mouth 
Treatment of crooked teeth 

Surgery for deformities and diseases of bones, muscles 
and joints 

Works with the neuro-musculoskeletal system ^ 
Ear, nose and throat 
Children and childhood diseases 
Skin grafts and cosmetic surgery 
Treatment of diseases MP the mind 

Diseases of muscles, bones and nerves (arthritis, e.g«) 
Diseases of the urinary tract - \ 
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Profeaaionala^Involved With Special Education 



Schools and educational programs involve a wide variety of 
.specialists « Too often parents have little idea of how these specialists 
work with^^-thpir children and are uncertain about what qtieQtlons to ask to ^ 
obtain intormation.' Since titles can be confusing, hqre is a brief des- 
^ criptlon of th^ kinds of professionals who may have contact with ypur chiWI 
.^in a special educatJ^on setting;* We have tried to Indicate a few of the ways 
in which you could work with them to maximize the development of your child ^ 

4 

\ 

It is impossible to give an exact nun^er to^^ow many times 
you should contact a particular professional throughout the year* You will 
meet with them regularly at parents-teacher conferences, stafflngs, and other 
school'-relat5ad meetings. All the professionals Involved with your child 
should be willing to give indivlduali advice 'and assistapce when needed, but 
their primary job after all Is to work with the children. They cannot be 
tied up on the telephone or in person with parentaj too much of the time or 
the children's education and' therapy would sufferlv As a *rule-of-thupb then 
we would suggest that you try to talk* individually to each important profes-v 
sional in your child* s life once during each school year. If there are 
special needs or unusual circumstances, they mlgh|: be able to assist upon 
three pr four occasions in any one school year. If you need help more often 
than that, theti yoii should probably seek asslstanice outside the school sys- 
tem. Therefore, as we discuss the professionals involved with special educa- 
tion, and suggest that you keep in "regular** contjact with them, what we • 
really mean is that you should try to approach eiich on an Individual basis 
once a year. 



The School Nurpe 

The nurse provides medical direction for all staff to fulfill 
the students' health needs. T!ie nurse is concerned with the general health 
of your child, emotional as well as medical* Yoii may be requested to pxo^ 
vide a health history when your child is first enrolled. For the health his- 
tory, you may be asked about such thihgs as: medical problems of other ^fam- 
ily members, pregnancy^ and birth experiences, types of evaluations your child 
has had, developmeptal milestones (agp at which* your child first smiled, sat, 
crawled, stood, walked, was toilet trained), childhood illnesses, general be- 
havior (eating, sleeping, playing, dxsclpline) , and whether you have any con- 
cerns about your child's health, Illlnoij* State Law requires that every child 
have a complete record of up-to-date immunizations and a physical and dental 
examinatloit upon entering school, at fifth grade] or age 10, and 15 years of 
^age. Starting with your child's own baby book, it Is Important that you, the 
parent, keep detailed accurate records and coordinate medical an(l dental 
records so th* nurse can get complete inforraatidn from you* You will be 
asked to sign a release of information for records frOm physicians and hos- 
pitals. Continue to keep records and update your child's school medical his- 
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tory. AcVualnt yourself with thp nurse eVen If there are no specific prob- 
lein& at th^ 

If you have" (Toncema abo Jf your child's medication or did not 
unjierstand a medical diagnosis, the nurse can provide a fuller explanation. 
If you need in formatiqn 'about what to do in the case of such things as a rash, - 
•dtental hyglen/a, tcjlletlpg, masturbation, or keeping a ca^bdry, the nurse can 
give you guidelines. If your ci|lld requires a special dlet^to promote physi- 
cal or social development, you must work together to plan and follow menu 
gul'des. The nUrae can help ^.srt^bllsh self care habits to prompte good health 
and hygiene. Including preparing young girls for the onset of menstruation 
and teaching children to administer their own medication. ^ , 

[f surgery Is coming up for your child, the nurse can share 
the exp'^rlences \f other parents (while keeping all names confidential) and 
help pi^pare your child for the hospital experience. After hospitalization , 
the nursixcan help you decide when your child is ready to return to school . 
If you are] having trouble finding a jftdiatrician , dentist, or other special- 
ist the njitse can provide the names of those who are used by other parents. 
On the "oth'ter hand, it would help other. "parents if you would tell the nurse 
about good medical professionals you have encountered, so those names can be 
passed along to other parents who are searching, too. Residential f acll,4.tles, 
such ^s Waukegan Developmental Center, have doctors contracted for- regular 
jnedlcal examinations and care whose' names would be made available to you upon 
request. If your child Is in a residential facility, it is Important to be 
av^allable to ac^compahy the nurse when it is necessary for your child to visit ». 
a specialist or clinic, at'.another location. 

Call the"^ nurse if you are uncertain about anything relating 
to your child's general health or well-being. The nurse can provide the in- 
formation or give' you a referral. 

The Social Worker 

. — . ^ ^ 

A social worker has a masterfe degree (M.S.W.) or, a doctorate 
(D.S.W.) as certification of training in helping individuals cope more effec- 
tively with personal, famUy, school,^ and community relationships. You may 
be requested, to provideA^amily history when your child is ^Irst enrolled. 
Family histories lncl<jde such things as: your child's experiences In other 
schools and • programs; your child's acceptance by others, your familiarity 
with other agencies in the comnjunlty as sources of economic and emotional 
support, your child's level of functioning, particular Interests and hobbles, 
and concerns about your child's capftcity for development. Provide the social 
worker .with information abwut your child '^ behavior and activities at home 
even if there are no specific problems at the time. Keep the social worker 
informed about changes in tht home that might help your child 'a behavior as 
well as'.atout those' that might he emotionally upsetting. 

If you are uncertain about what to expect for your child, the 
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social worker can help you evaluate* these typical concerns. For example, you 
may he concerned about whether your child will ever be self-supporting or what ^ 
care will be needed and provided In the future. You may be concerned about 
the child's Impact lipon your marriage, rivalries with brothers and sisters for 
attention, social interactions With other families in your neighborhood, or ^ 
about how to explain your child's disabilities to others. The social worker 
may encourage follow-up visits which include other family members, or volun- 
t^r to meet with a discussiolt group of parents who have expressed similar con- 
cerns. Sometimes the social worker may evaluate a child's level of function- 
ing or provide play therapy f&r an individual ctad experiencing emotional or 
behavioral problems. The social worker acts as the •connecting link between 
child, school, parents, and community. By attending community meetings,, the 
social worker gains knowledge about other' agencies that can. help you with a 
particular financial or family' need or in %pe event of an emergency. Mo8L|^ 
families experience financial problems at on^ time or another^^nd the sp^al 
needs of your child may create added expenses that aggravate these problems. 
The social worker can help you find services within your ability to pay. Their 
knowledge and experience can help you choose appropriate clothes for your child, 
or solve problems about jobs, housing, and transportation. 

Some crises can be avoided through advance planning. The social 
worker can help you examine program and residential options, help you fill out 
application forms, and go along with you if you anticipate difficulty in 
dealing with an agency or professional. The social worker is the person to call 
if you have questions about relationships wLtrfiln your family or with others. 
The spcial worker will provide the informa/ion or help you in the search to find 
other sources. ' ^■ 



The Psychologist 

A psychologist hah a masters degree (M.A. or M.Sc.) or a doctor- 
ate (Ph.D.) as certification of training in the study of individual development 
and human behavior. A psychologist may do testing, provide counseling services 
to students and family members, and work with other staff to design an appro- 
priate learning program and classroom curriculum for each child. Before being 
admitted to a special education setting, your child will have received a psycjio- 
logical assessment to determine, the most appropriate placement. The tests pro- 
vide information about what your child knows (cognitive development) and can do' 
(performance evaluation). When your child's results are compared to those for 
other children of the same age (norm-referenced measurement), this helps decide 
what would be the least restrictive educational setting for your child ~ the 
one that will provide your child Vith the best- opportunity to learn In a sett- 
ing as similar to th^t for other children of the same age as possible. 

When your child's test results are shared with teachers and 
other professionals, this helps decide where the educational and training pro- 
cess in the classroom should begin (criterion -referenced, measurement) . An 
individualized educational pjogram (lEP) is developed to provide a specially 
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designed education tg meet the unique needs of your child^ VEhat the school 
expects your child to accompliah should he carefully apelu^ gut^ You should 
get in the habit of .going over your child's test results smd educational objtec-^ 
tives carefully to make sure they accurately' reflect what your child can do. 
Your observations gf your child's behavior in the home provide an important 
check on the psychologists' record of your child ^s behavior and behavitrr chaqge 
in the testing situation/ Ask questions if you do not understand wfiat the tpBt 
results mean* Get copies, for your own files, ' . 

Your most important job is to supplement the' scores from'tJie 
tests with information about your child as an individual. As ia member of J the 
team — receiving and giving information, asking for and providing explanations 
your child's school progress will be smoother and have ^oi\tinuity. The psychol 
ogiat can then become a Valued consultant if your>^hild's behavior or abilities 
clmnge, if discipline becomes a problem for examplp. Or if it seems a different 
e(kicational program might be better for your chilA. Many psychtxlogists also 
offer counseling to. parents, children in the program, and other family members 
asWell as being involved in curriculum ^planning. 

The Spee^/Language/Hearing Therapist 

The therapist who works with your child on coramunicat^.on skills 
may be known by a variety of titles including all or some of the words "Speech, 
"Language" and "Hearing/' This professional's training will have included a 
background in child development as well as in d^-agnosing delayjp in language 
,t development, abilities to communicate, and in designing remedial programs, A 
hearing te^t (audiogram)*, picture, and other tests will be given to jletermine 
your child's ability to understand gestures, pictures and spoken or printed 
words which are all symbols for the ideas or objecfs they represent. These are 
known ^s receptive functions. In addition tests will be given to determine 
your child's developmental level in expressive functl^M — the ability to 
communicate with others through gestures, facial expresBlons, speech and/or 
writing In an appropriate way. An fvaluation of your child's tongue, lips,^^ 
jaws, respiration and swallowing may also be undertaken if speech sounds are 
different from our usual sppken language ♦ As the parent you may be asked to 
contribute observational information about words or symbols ygur child under- 
stands, the meaning of certain gestures or speech sounds, t^U^e.age at which 
your child began babbling and saying words, and the number of. words your child 
knows (vocabulary) . 

Language activities will be structured according to ^ur child's 
developmental level. By keeping in touch with the therapist on an on-going 
basis, you can help your child practice at home so that the communication 
skills being learned are generalized beyond the school setting. Knowing that 
your child has a developmental disability, it may be all too easy to slip ipto 
the pattern af anticipating wants and needs so your child does not consciously 
recognize and communicate them. This can lead to later . frustration if others 
cannot Intuitively respond as you have done. Learning and self-reliance Can 
*^ be promoted through reinforcement and support at home. 
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The Physical Therapist ' ^ .4 

The phy8^.cal tl^erapist has an undergraduate ^science (fogr^e 
(B.ScO with additional postgraduate work i^ a medical setting. Service is 
proV^de(} tfo. physi^calLy lor jnult^ply handicapped students who require therapy 
to maintain of improve their physical condition^ The law requires all physi 
cal therapy be done under the direction of a imysician. Thus, it is impor- 
tant that you help the physV^al therapist obtain, the necessary forms from 
youl' doctor. Since your child may have seed several doctors, you can best 
decide which 4octor' has the most contact with your child and will be best 
able to supervise therapy on an on--going basis. * 

The^ physical therapist works on gtoss motor skills (the use 
of large muscle groups) to increase physical functioning by preventing or 
c^ri^cting deformity and developing normal movement. Special attention is 
paid CO developing independent movement — touching, reaching, rolling, sit- 
ting, crawling, standing, walking, jumping, skipping, kifcking, bouncing rf 
ball and so on. 'Such activities provide children with greater mobility. 

Physical therapists act as liaisons between the doctor, the 
school, artd you as parents. If you do>not understand a particular surgical 
procedure,^ they can explain it to you. They can make referrals to doctors, 
cllLnics or hospitals for particular physical problems since they maintain 
r6gular^ontact . They can also help you find suppliers if you i^eed to ob- 
tain special equipment or have it fixed. They can recommend toys* and activ- 
ities whfch will litilize your* child's physical abilities an^ talents. This 
can be especially helpful when you are buying gifts for special occasions 
such as a biWihday. Engaging in appropriate activities can be fun, aid 
development, and avoid frustration. % 

Usually children are not prfeseht at conferences nor would 
there be^^time during a conference to go through your child *s entire therapy 
program. Therefore^ you coul^ make an appointment to go in and observe ybur 
child in a therapy session. The physical therapist can explain WKat the 
activities are designed to accomplish and help you select out those which it 
would h/e possible to work on at home th, the everyday coufse of events. 

The Occupational Therapist ^ 

The occupational therapist has^college training and clinical 
practice related to physiology (the body and how It functions) and treatment 
techniques for specific disabilities. The occupational therapist is con- 
cerned with the skills necessary for work and daily living, and wlll^ there- 
fore focus more upon activities than upon specific exercises. For example, 
the ability to reach, grasp, hold, manipulate, and release is imt)ortant for 
a broad range of activities from eating prope/ly to coloring, cutting with 
scissors, drawing^ and writing. 
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A training program will he Jbased upon clearly defined taska^ 
For example, If train^g in dressing and undressing were undertaken the pro- 
gram would begin with simpler skills (getting a child to take off a hat, bocks, 
or mittens and to cooperate in dreasing'hy exten4ing an airm or. leg into the 
clbthing). As the child accomplishes the simpler steps more complex tasks 
are undertaken (learning to use zippers, snaps and buttons). The occupatioual 
tharapi^t can help you understand the sequential steps which have to be learned 
inlorder to accomplish tasks often taken for granted, tying your shoQs,.for 
example. The occupational therapist will break down this task into eigl\t Bteps 
You can also help your child to tnaster each step before the next one is trjed* 
Shoe tying is complex. It requires that the person: t 

Picks up ond'.lace in left hand and other lace in right hand 

'2* Crosses left lace to right side of shoe and right lace to left side 

3. Makes tunnel ' ^ • » 

4. Takes lace on l^t side placing it to left side of shoe 

5. Takes end of both lac^s (one in each hq[pd) and^ pulls In opposite direction 

6. Makes a "rabbit ear" with each lace • 



7. Crossea left "ear" on top of right "ear," pushing behind and through 
"rabbit' hole" ^ * ^ 



8. Pulls both laces securely in opposite directions^ 

Sometimes a particular disability may make it difficult to carry 
out simple activities, for example holding a pencil or spoon. The occupational 
therapist can i^uggest changes to existing equipment so that:-the level of inde- 
pendence can be increased. Craft activities, such as ceramics, weaving and^ 
woodworking, will be taught by breaking them down into smaller steps which be- 
come progressively more difficult. Again., such enjoyable activities can be 
carried over Into the home if you know enough to neithei make them too simple 
nor too complex. * ' 

Work and daily living activities' will be learned much faster if . 
you also work on tliem at home. Initially, it tak^s a much longer time to let 
your child do things ^lone at home... But, In the long run, your child will be 
much more independent, and you will actually be doing less because your child 
is doing more. ^ 

Activity Ttierapist /Recreation Di rector ' ' ' 

/Vn activity therapist is a job title used^^^n state facilitiee 
to refqtr^ to all employees in recreation. In the community, the same job with 
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a park district would 'be ^called a r?creati(^n director; li>jschoold, the physical 
education teacher. Persons In theae poaltlona will have college ^tr&lning In 
physical education and recreation^ In addition to worHlitg on gr^s^-ttnd \f tq^ 
motor skills, the activity/recreation therftpls't teaches ua/e of leisure time v 

through apTdfopriate socialization tectiniques. ^ • 

* * «. * • * 

A wide range of activities pay ^)e involved. Students may b6 ' 
taught to climb stairs, to walTc up and down curbs, so they have more mobility 
in coramanity settings. Then on a field trip they can climb the-50 stairs to 
the entrance of the Museum of Science and Industry, for example. Older and, 
more capable students will be taught leisure^ skills for their evening and 
weekend hours, such as macramig, pocket billiards, and dancing.* Be aWare of*" 
the extent of your child *s activities an3 events at school in order to incor- 
porate your child's new skills Hnto family activities. 

Children can learn as much through games and things that are 
fun as they can io a classroom aettingt Even a simple game such as bouncing 
a ball can be used to teach numbers by counting the number of bounces, to 
teach coordii^ation by introducing a target, and to build group skills. 

• . \^ether performing or listening, music can be educational as 

well as enjoyable entertainment. Teaching rhythm <^n be used to reinforce 

counting skills. Attending concerts (outside as wAl as inside) can expand 
youi^child's social world. 

Many events that the activity/recreation therapist plans.^ can 
include families and friends. Student plays and programs can provide a sense 
of accomplishment for doing something special. Summer camps, overnights, 
style shows and Special Olympics giv^the developmentally disabled child . 
recognition and self-confidence, and alllow families to participate. 

Activities learned with the activltifes/recreation therapist 
can best be incorporated Into f amily^activities If perfoinnance expectations 
are^ consistent . For examg,le, a swimming program can Involve everything from 
enjoying the water to deep water swimming. If your child is learning to 
float, expecting him or her to &wlm would be unrealistic. 

Vocational Counselors . * 

Pre-vocational and vocational evaluators, teachers, and coun- 
selors will have a college background in special education, usually combined 
with Industrial or workshop experience. Instructional staff working in this 
area view school as the stepping stone to employment. They focus ori; develop- 
ing Job sljills and' positive work attitudes. This philosophy may be Imple- 
mented within the cArriciAum at any age . — for preschoolers as well as adoles- 
cents and adults ^ — but will vary from school to School. Services provided 
can include realistic training programs both within the school and the com- 
muni^ty. 



Each 8«W^"t:*s vocational atrengtha and wealcheaaes are aaaessed 
through, the uae of wQWpfjWfrpleap The aamplea^^are taken^^aa atudenta perfarm 
jobs within a 8upervl §fccr envlronidejit which, la A close approjcimatlon; of work ; ' 
settings in the communlry. Taska vary in complexity: cplljiting, sorting, 
counting, packaging, mailing, labeling, stamping, use olP ha^id and power tools, 
assembly line product lona, custodial work, clericals work^,^f<J(Sd , service, laun- 
dt^. and' yard Work» Your input can pe extremely valuable at this stage in 
helplilg the yocatlonal staff to recognize and develop your child 'js special In-* 
terests and areas o1^*experti^e . This is where the hobbles and .interests 
developed at home,(;^ have ^ high pay-dff^ For example, if youi child has 
obsex^ved and helped with»home maintenance repairs this would be helpful In 
obtaining emplbyment in the building trades or light Induistry,' 
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Similarly, work habits a\id^a.ttitu4ei4 are learned over the yc^ar^' 
as children observe and work with- their parents, Prevocatlonal andWocatlotnal 
training will be mostVef fective if the groundwork has been laid ^''^nd Is main- 
tained at home. Positive 'work habits and attityj^s include punctuality, fol- 
lowing dfrectiqps , getting along with supervisoitfs aqi^ co --workers , and persist-^ 
ing at a task utitil it is completed. ' ^' . 

' ■ .■ :;■ ■ , ■ 

The ClassrooA Teacher . ▼ . 

^- — — — ~ — .r-. ' / 

^ In one way^ the classroom; teacher is the professional most' 
familiar to you because* .bf ypur Own educational background-/ But the special 
education' teacher wllf* most likely be different than the teachers you had' in 
some important wa^s.' Special education teadhers treat ea^h child Individually 
by developing sepir^le lesson, plans andvgoals. Each child in ^ classroom can 
be working with different materials. Each jchild will be evaluated in'tej^s 
of his ^r her own progress, there are no classroom tests. Children are 'riot 
in competition with\ach other. Although jabilitles obviously differ, e^ch 
and every child expferiendes success. ' , t 

» 

, Another thing that wiJLl probably be quite different is the -it)- 

pe^.an\:e of thje classroom. Your child may not even sit at a desk, or do so 
for only short periods of ti'me.- The rocfms are subdivided into work areas by 
moveable cupboards and partitions. Art materials and games, as well as books, 
can be used for instructional purposes. Although ItUe room may not look as 
seriously aca.demic as your classrooms did, the way it is 6et up has an educa- 
tional purpose. Each 'teacher sets up his or her own room to be^t*meet the 
needs of the students.' will want to talk to your chil4^ tekcher to 

understand the setting and activities . You may be able to incorporate some 
of these ideas into your own home. ^ • 

The following account of how one teacher arranged her room pro- 
vides an insight into the special education philosophy: ' ^ *. 



M^; ciSkssroom is definitely arranged and/set up for tha."^ 
- ^ - chilldrefl' 8 benefit,^ I want them to ex^rlment with all the 
' different things Wfe' have in the ^oom, want them to Inl-^ • 
tlate thesfe experiments* Therefore, I believe thing© must , 
be Vithln their «each. In addition, X want them to learn 
that there are limits^ and that there are things that they 
xtky not touch • I thljfik this helps develop their self-'control 
and self-'discipline* 

•twant the children to develop better self-confidence. 
This is why four out of six bulletin bbar^s are designed par- 
ticularly for the children. Since each cMld has an* area in 
which success is experienced^ I have tried to provide a place 
for each area^ to be represented. The children really enjoy 
seeing their work on display, as well as seeing their friends' 
work on display, ' 

I believe strongly in teaching children how tO'^care for 
their possessions, as well a|^ possessions that belong to the 
class The weekly jqb chart is designed to teach them cer- 
tain responslbiliti/^s (wjatering plants, straightening ^shelves, 
' lnspe(iting ,the desks for neatness twice a week, changing the 
bulletin boards, being teacher's assistant or cooking assis- 
tant,^ and reading the class a story at the end*of the day)«, • 

t My room is divided into four main areas. The first area 

^ is the center of the room, which contains four rows of. desks, 
with three desks in ekch row. The only exception Is that I 
have onie child's desk in ah isolated area away from the group 
because his- behavior la extremely disruptive to the other 
children, T^e^. next major area in my room contai%^ three 
large tables with chairs. These^tables are used for drawing, 
completing rwdrk or playing board games. The third major area 
qf my room consists of three plastic cushions, and one large 
cotton pillow.*' These cushions are located under the windows 
iix\the classroom. The final atea is a little r^om, completely 
private, built into the comer of the classroom. This room is 
used. for "time-out" for bad behavior, fpr privacy, 6r for 
reading groups • 



The .Principal and Other Administrators 



The principal of a school, director of a private facility^ 
superintendent of a state facility, and other types yf administrators are 
responsible for, among other, tasks, settling the general phllbsoV^xy for tip 
entire facility, hiring all' staff , sorting the budget, coo|:dinatirig ^tlistr 
tional and therapeutic programs, and representing the jfacillty In the com 
tpunity* They usually have postgraduate training in addition to years of 
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experience in the field. Ultimately thay structure the overaH cuririculum, 
provide the framewo.rk- within •which activirtiea are conducted ^ and handle both 
• day-^to-^ay management and long-^^ange planning. * " 

* . ' ■ -W' ^ WW 

The extent to which administrators, are actually involved with' 
individual children and families depends upon the size .of the facility. All 
^ would be actively involved with parent organizations. They^are always- avails- 
able for staff ings and parent-teacher conferences although they would not 
necessarily routinely attend. They are responsible for enauulng that th6 
facility as a whole runs as smoothly as possible within the limitations set 
by policy boards and government regulations. 

Since deve Id pmen tally disabled children may be in the same 
school or program for several years, yovLwill develop an understanding of 
how your child progresses within the facf^ty. If you have ideas or questions 
about your child 's '>r5)gr;€Lgs^lon within or beti/een facilities, then you should * 
talk to thfe principal/direcl:or/sik)erintendent. They shoulU be able to help 
you assess present achievements iih the light of future life-cycle planning. 
The key question is — education for what? Irf the education provided prepar- 
ing your child for maximum independence ' upon graduation? Planning which 
transcends the individual classroom is always an administrative, decision. 

Administrative and Auxiliary Staff 

In thp'Course of your child's everyday activities, there is a 
great deal of contact with other personnel? Every person in the facility — 
such as secretaries, custodians, aides, bus drivers, librarians, cooks — 
is involved in the education of your child. Each provides your child witli 
insights into different job opportunities and the wider community. With in- 
service training at the school your child may be wprking directly with or 
for these- people . A special greeting or word of thanks would be appreciated 
because their tremendous contribution is often overlooked. 

Your^ child *s interaction with the school bus or van driver can 
^set the tone for the /entire day or field trip. The experience will be better 
if your child behaves well. You can reinforce appropriate behavior by takir^g 
^ your. child for rides in the car or on public transportation. Teach them the 

importance of keeping a s^at belt fastened. Insist that your children do not 
""fitter. If your child is ready and waiting for the bus in a happy frame of 
mind, the bus driver's job is easier and your child's experience more pleasant 

l^esidential and classroom aides could .often make considerably ' 
more money checking out ^fbcerles pr working in* a factory, restaurant or 
. hospital. They <:hoose to work with deVelopmentally disabled children, which 
is both physically and emotionally difficult. 



^ . Tfie following comment?) from ^ome staff about their interactions 

with. parents provide an insight into how you can be appreciative and supportive 
,of theii; efforts, thereby creating a positive environment for your child. ^ 



I, think my biggest complaint goes to. the parents wl)o come in and S«tVer have a 
nice thing to say. 'They Jusl|vcome to thfitr child's room and start Qomplaii\ing. 
One. day I tried my hardest to have, one of the children pferfect for her parents. 
I had a pretty^little iresa* on her and I had' her hair parted in the middle vith 
littl6 harrets on each side. I had shoes and pretty white lace sockff on her 
and sh/had a clian face. T had madf sure all her toys were on her bed and I 
put' a blanket on her bed to*'make it look me a b^spredd. Thrf minute this 
child's. parents came iti they complained because her hair was combed wrong. All- 
day I 'fixed things up fq.r this one child and is that all they can say? 

. '. ■' ■ ■ . - . ■ • •• . 

For most people the Job goes, beyond' the hours they work. lt?»s the volunteering, 
the field trips, the chil<Jren 'we take out for th6 day, a^id the special little 
things you buy for a" tWLld who needs Jiist a little extra love and attention. 
There is never enough time for' everyone and this is where the palrents are needed. 
When, we work together all this must make a child feel doubly loved . 

One .thing I think parents fail to Veali^je is that theiV child is with many others^ 
all greatly needing attention. I work hard to carry out the directives from ^ 
parents which are good, but I hurt for those c^ild'ren whose parent^ are not ir 
volved and try to find extra time, to do the same things.* Is i\: the chij-dren - 
fault ,that their parents don't come? ^ ' ■ . < 




I' 1^^ .parents who^ treat their child on his own level - if he's pretty no 
intellectually but doesn't present" that normal an appearance, and the par 
talk to him on a normal level, it's terrific^. * They're telling him he's n6t 
letting them down; they're'not thinking of him as an eternal baby but giving 
him credit' for what he is attd where he is in his owi} l^.fe. ^. 

I like something. I 've seen some parents *do - let "you" and "me" become '^we." ^ 

I don't like it when parente make' a, staff member feel attacked on a personal 
level. Even .if staff understand on an intellectual, level what parents are 
gdlng through, on an emotional level staff are pt^ll- peoprle with feelings of 
their own. ' ' • . . ,» , ' . 

If they have a complaint they should try to see if, it^ iq rtelly xjur negligence 
or their own hardship in ^cceptinjg their child's problems. If,, the latter is 
the case, rather than saying something in anger about the child having on the • 
wrong clotftes, sha^e with us their frustrations because he cannot dtess himself.- 

Willingness to understand- that th'ose who t;^re for thpir children are human 
and fallible, and all will, not always be perfect. 

-I expect parert't« to sometimes^ave really Sad^or uptight days. But I also 
expect them to face the fact that these feelings exist anM color-^tlieir reactions. 
We cry, too, sometimes, and hurt so badly for their "children and for them as their 
parents, too. If tl^ey 're- having a "bad day, we'd like to share it and maybe take* 
sotne of the loa^, * 

X like it when parents encourage their child's growth and development and ,^ 
*' encourage' us to encourdge their child's growth and development. 
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Education fof the Deyelopmentally Disabled 

* 

• . * . ■ 

special, education for the deyelopmentally disabled is avail- 
able, by law, for all chJLldr^n needing these services from ages thrae to 
twenty-one. Private aftd public, agencies also offer special educatldn to the ' 
0-3 population In edrl'y Intervention programs. ^ ^ 

The range of services offered Is broad. Special education 
varies from supportive services (for example, resource rooms> offered' 
regular, classes to Instruction In hospitals, residential oir total care set- 
tings. The folJ^o\4ng diagram shows the tange Of settings In which special 
education Is provided. • ' ' ' . 

The Council for Exceptional Children's (CEC) 

Cascadte System of * 
Special Education Service 

• ^ ^ ' ■ 

Level 1 \ Children In regular classes > Including those 
yhandicapped" able to get along with regular 
' ^\ cla^s accommodatlcfms with or without / . c 

\ supportive services* / ^ 

\'^"''~'*""^ — — — — — — — — — — —X ^ 

Level 2 . \ Regular Class attendance plus / (Assignment of 

\ supplementary Instructional / " pupils to settings 

services / governed primarily 

by the school 

Level 3 \ J'art-tlme ' / system) 

. \ Special Qlass 

Y?f- 

L^vel 4 \ Full-time 

\ Special Class ^ 

Level 5 . \ ' Special 

\ Schools 

Level 6 Homebound 

/Assignment of 

Level 7 / Instruction \ * Individuals to the 

^ / In hospital , \ setting governed 

/ residential or \ • primarily by 

total care settings \ medical, legal, 

welfare or other 
agencies) 

The tan|red design Is used In the chirt to Indlcjate the considerable difference In 
the numfTers of children likely to be Involved at the different levels of service 
The most speblallzed facilities are likely to be needed by the fewest children. * 
This conceptualization may be applied to organization of special .educational ser- 
vices for children with various kinds of. special needs. — ^ 
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Chlldrert move between the different leyela of special educa- 
tion, as thei^r needa and ahilitiea change. Children can diagnosed at dif- 
ferent ^ges,' The w>re severely handicapped children are usually ident*if led 
earlifet than those. children * who have needs that are ohly recognized when th^y 
are in ^he school environment. 

To Inform yoq of the goals of )3pecial education, fhia chapter 
is set up to discuss Special education services by «ge level, religjious educa- 
tion, and preparation for adulthood. This chapter can only give you a broad 
under'standing of the activities, objectives and services ' of fered . For more 
specific information, consult with the special education districts listed in 
the directory. Although your child attends a school that serves your area of 
"residence, you may find it, helpful to visit other programs in'^Lake County, 
McHenry County, and northern Cook County so that you- ^an understand the variety 
of curricula and activities that are offered to children with the same needs in 
different school districts. 



Early Intervention ^ ' ^ 

* Early intervention programs provide the earliest possible educa- 

tional treatment to young children who are developmentally disabled or who have 
developmental delays. The treatWnt begins by helping the family cope with 
the disability by stimulating development which helps to reduce the extent of 
the delays and may eliminate some. Children participate between birth and 3 year 



Early intervenjtion programs vary in terms thelt general and 
specific objectives. In ^ stufl^ of 25 early interventl^ofr^rOgrams * in northern 
Illinois (including the Lake-McHenty -Regional Ptog:^?^) Katen Vroegh of the ^ 
Illinois Department of Mdntal Health and Developmental Disabilities^ Institute 
for Juvenile Research identified sbme common general* objectives . General ob- 
jectives were to: provide services for developmentally delayed and/or poten- 
tially developpientally disabled children; provide stimulaition for development; 
attempt to develop approprlat^e behaviors and self-help skills; prevent or al- 
leviate retardation and developnjental difficulties; and develop ©ach child^s 
maximum potential for the least restrictive plaQepent at age three. Other ph- 
jectives were: direct and train parents to^ carry 'out l^herapy for their children; 
educate parents about developmentally delayed children and child development; 
develop individualized education programs for ^ach child; provide parent 
counseling; and socialize the developmentally delayed child. ^ v 

The serMiices provided by an early intervention prpgram may in- 
clude some or all of the following ;^referral , parent meetings^ speech and 
language therapy, physical therapy , occupational therapy, education of the 
child, psychological Qvaluatidn, home visits, professional tonsqltation, diag- 
nostics, social case work, and baby-sitting and/or day care* Each early Inter- 
venti<Jn program will offer a different core of services. Hopefully, you will 
be able to get the services you need at the early intervention program closest 
to where you live. If not, some programs can provide services outside their 
.geographic area. 

*. • 

On 
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The number of hours your child Is involved in^an early inter- 
vention program will vary with the diagnosis' and the klnda of delays your 
child has. Although quantity does not indicate quality, too little time Cone 
hour per week or less") is probably not sufficient time to expect matiy changes - 
unless you put in a lot of additiortiai' time and effort working at home^ On 
the other hand, too rtuch time (20 hoi^r? per week or more) may be too ta?clng 
and therefore not productive for a very young child. In Dr. Vroegh's study, 
five hours per week was the average amount of time children were involved in 
an early intervention progra^m^ * ^ 

' • . " ^ ■ 

• , Early intervention services are offered a facility or in 

your own home." Traveling to a facility can provide you 'with the opportunity 
to meet ^ith other parents and children, to take^ advantage of better services - 
art'd '^equipment available, and to have some relief from full-time child care. 
On the other hand regular or occasional home visits pfovide a natulral environ- • 
ment to practice ..skills in the course of your everyday/ activities, ^ conveni- 
ence and savings on transportation coQjts and servicecl if your child is too 
young or unable to go to a medical facility. / 

' While goals cannot be guaranteed, you 'should be given some ^ 
reasonable expectations as to what might be accomplished as a result of your 
participation. Discuss with the professionals what your child is able to do 
at home. You have the most extensive knowledge about your child. You should ^ 
be involved in deciding which activities can be ddne at home. That is, you 
should be involved in the planning of the program fot your child. For example, 
if you expect your child to develop in motor abilittes; such as crawling, sit- 
ting and walking, then you should be involved in planning a program to accom- 
plish these goals. Other goals you have might Include' learning the things 
your child should be able to do, helping your child learn to talk, helping 
your child become more independent/ and sharing your experiences with other 
parents . ^ 

As you are involved with planning your child's program, you 
will receive vigrbal and written Instructions froiji the professional staff. If 
you do not understand these 'instructions, you should ask the professionals to 
demonstrate what they mean by at!tually working vj^th your child while you are 
present, take notes as you are given instructicfns and demonstrations to help 
^ you rememb/er what is to be done and why. f ^ 

Scheduling and attending t^e thJrapy sessions will take time, 
effort and money. However; you will notice thit your effdrts are worthwhile. 
Same of the benefits to expect are: understanding your child better, knowing 
how to help your child, accepting your child's limitations more easily, find- 
ing your child easier to work Aith, having a sense of purpose, and expecting 
and receiving taore from your child. - 



As you participate in the early Intervention program and work 
with your child at home, you should keqp records about your child's physical, 
social, enjotlonal, irtental, language and self-help/ progress . By keeping notes 



\ 



you will he more observant of changes as they occur andabl^ to draw these 
changes to the attention of the program's professionals , On daya when you 
get discouraged you will be able to read back through these notes and remember • 
the ai;,eas where progress has occurred. Expect plateaus to occur (when there 
will be no progress for a period of time) and that on some occasions y9ur 
child may not be able to do things he or she wis able to do previously. Devel- 
opment proceeds Unevenly. By keeping track of progress" In all areas you will 
be able to focus on strengths and abilities Instead of being discouraged by 
setbacks. 

• • J&i«.addltlon to your personal record keeping you should receive 

progress reports^from the early Intervention program. These reports ma^ be 
Infprraal when yoii pick' up your child or while you are watching or ^lartlclpat- 
Ing In a session. Meetings may be scheduled In a more formal* way to discuss 
your child's developmental status and needs. The frequency of reporting will 
vary. You can encourage frequent .feedback by asklrtg questions, providing In- . 
formation about progress at home, and by making yourself available. Try not 
to schedule appointments so 'that you are always In a rush. There are no for- 
mal reporting. requirements, but It would seem reasonabl'(fe to expeC^t written 
reports once or twice a year. 

r, 1. 

Keep the^itten report^ and your notes so that when your child 
Is placed in a prescjiool or special education program you can better Inform the 
teacher about what to expect, * * 

Pre school /Primary • • ' * 

- — — X ^ 

Preschool education of children with developmental delays and 
disabilities Is available from a variety of programs. Children who have develop- 
mental disabilities which are identif ialjle by the age three, for example 
moderate mental retardation and some kinds of cerebral palsy ^ are eligible for 
special education services provided by the public school district. Children 
with developmental delays may be eligible for public school special .education 
services and could also take advantage of other preschool programs which include 
children with handicapping conditions. 

^ ' s 

If your child hag been in "^n early intervention program, the staff 
and other parents will have helped you select the appropriate preschool prdgram 
for your child. .Otherwise, you should contact the school district', which pro- 
vides diagnostic and assessment services to determine your child's abilities and 
needs. The results of your child's diagnosis and assessment will determine wheth- 
er he or she is eligible for public school services. While some school districts 
may inform you about other preschool programs serving some handicapped children, 
such as Head Start or Montessori, you will also want to contact those preschool 
programs. Whether or not your child is eligible for public school special educa- 
tion services you might find that your child could benefit ffom a regular pre- 
school experience. Some children attend both. 
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In addition to pKeschool screening clinics, you could check 
with the following for listings of local preschool and day care programs: 
Department of Welfare, Department of Children and Family Services, Cpunty 
Health Department, and the yellow pages pf the telephone directory under > 
'*Day Care" and "Nursery Schools/* There are twcf forms of preschool experifences 
available ta your child, home-baSed and center'-'based^ The choice between 
these is based on your own preferences^ and needs, M)me parents prefer that 
their children remain 'in a home environment until thdy reach primary school 
age; others, a more structured, scho61-llke environment** Your best bet is to 
visit a number of child ^care homes and centers before you make your ^in al^ 
decision* You can save time if you telephone before you visit' to make cer^ 
tain the program will meet your needs regarding the hours of the day and the 
days of the week you need child c^re, and the age and developmental abilities 

of your child»„ - ^ 

< 

In deciding whether to enroll your child or not, these are some 
danger signals to watch for. For example, if you are discouraged from visit- 
ing the program, then you should rule out a center or home from your final 
choice. The director or teachers should be able^ to answer specific questions 
about wh^at your child will do during the day J No child should^be left without 
guidance for thirty minutes or more. The teacher or-care^lver should look at 
the children when talking to them and ^Ive the ^en^ral Impression of caring 
about them. 

During your child's pte8chm)l and primary School years, the 
education received will only be as good asXthe teachers who are providing the 
Instruction and arranging your child's enV^Voi^^^i^^ • A competent teacher should 
be: * ' 

Warm and responsive with children encourage children to turn to her or him - 
for help and Information, spend most of the time working with the children 
rather than arranging materials or talking with other adults; 
# 

Encouraging of intellectual* growth and development — guide children in using 
toys and materials, encou^rage decision-making by the children, have a set 
routine or schedule organized for the chlldrcjn that you think is' appropriate , 
and ask ques^J^ris that require creative, thoughtful, or imaginative answers; 
and ^ 

Respectful of the child's individual needs — make available pictures, photo-- 
graphs and books that reflect the ethnic and cultural backgrounds of all the 
children in the class, meet the special needs pf your child, and be consistent 
in giviilg rewards and discipline, 

The educational objective at the preschool and primary levels 
♦is to provide a setting within which the individual student can progress at his 
or her own rate* Educational programs are tailored to meet "tttdividuals ' needs. 
Initially, instruction will be designed to assist children in the mastery of 
developmental tasks, such as the following: 



Language ~ understanding sounda as words, identification of familiar objebts \^ 
when named, using dolls and toys to expr'ess lf|pguage ideas through play; 

Visual - Motor Skills — coordinating hand and eye movement, manipulating toys 
and tools, f ingerpaintlng, using play dough, stringing beajis, putting objects 
in containers, learning to use Scissors, using crayons, and tracing lines; 

Gross Mo^or Skills — hopping, jumping, climbing stairs, bouncing and throwing 
a ball, swimming, and riding wheeled toys; 

Vistial Perceptual Areas sorting objects by color, size, shape and kind, 
matching objects with pictures of -those objects, ''^doing jigsaw puzzles, and 
reproducing patterns with pegboards, bead^, and blocks; 

Conceptual^ Skills — learning colors, numbers, letters, first and last niime, 
shapes, body pari:s, making up a story from pictures, playing pretend games, 
buildihg models and creating pictures frojn clay, paint and grayona; 

Social ^kills — dressing and undjressing, toiltfelpg, listening to instructions, 
good table manners, pai'ticipatipg in group games, working independently, and 
obeying rules, j , 

As children gain some mastery over these ^developmental tasks, 
instruction will become more academically and vocational iWmriented. For 
"^ample, your child will begin to do schoolwork that is sinHLar to your school 
experiences and that of your other chilaren: mathematics, reading and writing, 
social studies, science, health, physical education, music and the arts. ..With- 
in the classroom emphasis will be placed on learning centers, interest centers, 
and instructional areas for small groups. Your child 'vlll have an appropriate 
-set''(>€s academic materials along with individual work assignments which will be 
checked regularly. Your child will learn to' take pride in work dor\e well. 
Within the classroom this will be accomplished by having bulletin boards dis- 
playing good papers or artwork. The special event?s and holi<j^y9 celebrated, 
often including |)ho^graph« of class activities, provide d positive, sense of 
group identity. \ M 7 >^ 

Schools try to incorporate parents into their children's class- 
room activities by sending examples of work home with the children. By the 
age of thre^ years, children have already learned whether their parents care 
about what they do or not. Some 'children carefully carry their work home, others 
d4.scard it before they leave. It makes-^a difference. Children learn better 
and enjoy school n^ore if parents feinfoVce what they are learning by taking an 
interest. ' Share in your children's accomplishments. Talk with them after school 
Display their work in a prominent place hi home, with magnets on the refrigerator 
door or on a< bulletin board for example. 

Whether or noti^ou think a public or a private school offers the 
most appropriate educational setting for your child, the local school is the 
first point,of contact for special education placement. Only after an evaluation 
by the local ptlblic school can a private school (such as Grove) accfept a child. 



Secondary 

As children grow up, persons In the coranunity expect behaviors 
and acts to cplncidfe with age and sizei^ Behaviors which are considered **cute" 
wjkien children are, small are inappropriate for older children. Strange manner- r 
isms may W attention-getting devices, the result of improper rewards for "cute" 
behavior, and quite' unnecessary. The tiiore Ingrained they are, the more diffi- 
cult it will be to eliminate them. For filhat reason it is important to begin 
to provide a proper fqjundation for age-afpropriate social behaviors. An example 
froija To Give An fedge > a handbook for parents of Down's Syndrome children is as 
follows (see the Chapter on Mental Retardation for the complete reference on 
"this publication): 

0 A group of young retarded persons came to my home one night 
after a hand concert for cokes and a snack. One young man spent 
the entire evening opening closet and cupboard doors looking for 
ray %hite pipe" (dryer vent) and any other appliances I might 
h^ve. His interesj; in mechanical objects was admirable, but his 
behavior as a guest in my home was deplorable. Even more deplor-- 
able was the fact that his chaperones (teacherS from his school) ' 
thought his behavior funny and laughed at him. 

The development of proper behavior is a process which begins 
when a chll4 is young. Parents teach their children appropriate behaviors and 
make sure the children con%)rm to their expectations. As the child becomes 
an adolescent he or she begins to assutae responsibility. For example, if an 
eight year old child is dressed inappropriately the parent is held responsible, 
not the child. However, a^teenager who dresses inappropriately is blamed, 
laughed at or ridiculed. ' 

The process of assuming responsibility for s^lf-care, (such as 
proper grooming, clothes buying -and maintenance, and food purchase and pre- 
paration) mobility (using public transportation or bicycle to* get around) and / 
self-discipline (recognizing limits to freedom and sense of adult responsibility) 
takes a long time. Parents should meet with school professionals to discuss 
the best ways to help their child learn the respgnsibillty- of adulthood. Ex- 
pectations and experiences should be consistent between home and school. ^ 

School ^curricula begin emphasizing these skills before the 
developmentally disabled child reaches adolescence. Self-care skills, mobility 
training and self-discipline will h^ve been introduced during the primary 
school years. When they have been mastered in the classroom, ihey can be prac- 
ticed in the community r Students who have learned to use the school laundry 
facilities can then, vith supervision, bry to use a community laundromat, .Open-- 
ing and using bank accounts, planning trips to the grocery store, selecting ap- 
propriate foods and making the correct change are some examples of possible 
activities in the community in which secondary classes m^ight engage. The pom-y 
munity becomes a classroom where your child can practflce independent skills / 
and appropriate behaviors with the supervision of trained school personnel ed^ 
volunteers. , < ^ 
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The ventures into the cgmmunlty classroom are made pnly with 
careful preparation at school* Inatructton involves the practical appllca-- 
tlon of academic and self-help skills, .Mathematics is used to purchase items, 
keep track of tinie, and measure lumber for woodworking activities. Language, 
reading and wrltin^g skills are used to recognize public ifign^ Cwashrooms, traf-^ 
flQ sign^, buildings), to fol^-ow directions (preparing meals, doing a craft 
project, completing academic asaignraents) , to read a newspaper, and to fill^ 
out a job application. Self-care and social skills are practiced at parties ^ 
and dances as well as in the everyday course of events. Physical education 
leads to participation^ in group activities such tis^scouting, camping, skat-- 
ing, and swimming* Music, arts and crafts provide an qptloix for working at 
hobbies dn leisure time* As an adolescent, your child will be especially con- 
cerned about being like all the "other kids," In attempts to please peers, 
there may be a possibility that your child could be taken advantage of by 
those "other kids," This situation can be greafcly minimi^sed if your adoles-- 
ceht is coMor table with friends of both sfexes, and has*enough interests and 
friends to occupy his or her- time and energy, 

» 

Answer questions about maturation la a straightforward, factual 
manner with as much detail as you think your child can understand* Girls need 
to be told about '^menstrua tlon, that it is nqtmal and recurring, and taught the ^ 
-necessary hygenic practices. Both boys and girls need an understahding of 
what becoming an aflolescent is gplng to mean to them, how thi^ process will 
affect th^ir bodies dud their relationships. Such instruction is usiially in-- 
eluded y^fefi home living or health and personal development classes. The instruc- 
tor asUfell as the school nurse would be able tb help if you need direction. 

Physical and emotional changes are going to occur during adoles- 
cence though the age at which they occur varies. The extent and contenc of the 
discussions surrounding puberty will also* vary depending on. the nature of the 
dialibility arid on the degree o^, comprehension of efcch individual adolescent. 
While discussions about puberty should be undertaken with an attitude as natural 
as possible, dwelling on the sexual' aspects of adolescence may, in some chil- 
dren, provoke an undue curiosity about sex. But if these ongoing conversations 
cait^be combined with a leaminjg about social interactions (how to talk with mem- 
bers of the opposite sex, what to do on a date, how to get Involved in activities 
like athletics, dramatics, writing) then the curiosity about sex tends to be put 
into its proper perspective: one normal aspect of growing yp* 

None of this is. easy 'for adolescents, teachers or parents. This 
turmoil is as puzzling for adolescents as it is for adults. Adolescents are 
optimistic about approaching adulthood and f^el a new sense of power with their 
increased size. They must be taught to appreciate the responsibilities that 
accompany independence. They need freedom^ but must first have'leamed to make 
decisions and behave appropriately. Teachers, administrators and parents can 
assist by setting consistent limits, 

♦i . > 

As you help your child towards becoming as self-reliant as pos- 
sible, there are many small changes that will smootli the transition. Your child's 
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environment ahould be restructured to he age-appropriate. Toya^ games, music ^ 
and the way your child's room i6 decorated should reflect teen'-age interests 
(entertainers, automobiles, space exploratipn, Science fiction, travel). Per- 
..sonal appearance can facilitate or hinder community accept toce (hair Qtyle, 
glasses, dental work, make--up) . Personal appearance and room decor are areas 
where there should be sensitivity to what is age-appropriare rather than 
remaining with what is developmentally appropriate. "Childish" styles and 
nursery rhyme motifs are not appropriate for adolescents, but their apprecia- 
■ tion fot; color and beauty can still be maintained. Peers at sqhool and others 
in the community will more readily accept a person who looks and acts like 
everyone else, than one who does not. - 

Transitional ^ - 

By their senl/)x year in high school, some students will be out 
in the community with ^ job placement. If the student is succedjj^f Ul , the 
school will encourage graduation and. the commencement of full-time work^ 
Legally, students can remain in special education lintil the age of 21, but 
once they have received their diplomas they are no* longer eligible^ If the jobf! 
does not? work out and there la no l^pnediate prospect of another, the person jwho 
has accepted the diploma cannot re turft to school. A diploma wlth^in^dequat^ ^ 
job training is quite worthless. Your child should only graduate after the 
senior year* of high school if you ar^ certain that the extra training would not 
be beneficial. Should you disagree with the school^ pn the timing of your child's 
graduation, yOu may appeal (see chapter "on "Parents as, Legal and Legislative 
Ad\^ocates'') . 

During the transitional stage of special education, the focus 
c^f your child's insti::uction should be the refinement of gocial, vocational and 
independent living skills geared towards your child's future work and living 
capabilities • Students who will later live in supported living arrangements, 
community living facilities, or other community placements should become familiar 
with the routines, responsibilities and expectations that those facilities de- 
mand. Students working part--time jobs should get used to longer working hours, 
refine j«b hunting skills, and work on appropriate employment behavior. ^Social 
activities should be more comitiunity-based rather than school-provided. Groups 
o£ friends can go to sports events, moviep, and other entertainment; partici- 
pate in recreation spfonsored by community agencies and facilities, and continue 
tg entertain others in their homes with parties and informal get-togethers. 
School instruction and guidance on these skills should be reinforced at home. 
Together, school and parents can liiake the transition from school to work and 
from home to community living much Bmootj^er. 

It is the usual course of events for a young woman pr man to 
leave home upon reaching adulthood. For the developmentally disabled there 
Is a need to establish independence appropriate to skill leveT and competency. 
Options are available t6 - deverlopirten tally disabled adults , for community and 
residential living. ^ * 
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Religious Education 

In addition to the religious training you may be giving your 
child at home, churches and synagogues in Lake County are bjpginnlng to take 
a real interest in the religious education of handicapped children. Several 
of them have wiell-established special religious education classes that try 
to instill in- their special members a sense of the tradition and ritual^ of ^ 

their particular faith. 

' " .. 

The most highly organized system of religious education^ is the 
Special Religious Education (SPRED) organization Instituted by the Romai;! 
Catholic Archdiocese of Chicago in 1961. Catholic chutch parishes sponsor 
religious education classes for all levels of handicapped children • Church 
membe:i^ volunteer .to run the program whicli centers on a bi-weekly service for 
the cMldren. All volunteers for the program receive training at the Chicago 
offices of SPRED, whith requires a considerable coiranitment for those who, wish 
to be teachers and assistants."* Three age groups' of children (6-11, 11-16, 
and 17-21) take part in a session which might happen according to the follow- 
ing plan. At the beginning of each session tljere is d forty-five minute activ- 
ity where each CTiiid interacts individually with the st^ff doing developmental 
activities based on the theories of Maria Montessori. A quieting time follows 
and then the group moves to a second room wher* an altar with candles, bible, . 
and soft music are ready for the service. The leader gives a lesson to the 
group and a singing session follows. Afterwards, a small party, or celebra- 
tl|)n, is h^ld with food and beverages. Several Catholic churches in Lake 
■bnty already have a SPRED program in operation or in conjunction with other 
Mtholic parishes. If your parish does* not have a SPRED program and you Are 
Interested in starting one, talk to your parish pastjor or talk to someone at 
the SPRED of ficeif in Chicago. They will gladly send you some pamphlets and 
brochures on how to start a SPR^D program in your parish. 

Synagq^^ues in Lake County have begttfi to serve Jewish children 
w4.th h^ndicapa. They focus exclusively On the higher functioning children - 
(thope widi learning disabilities) ages eight to thirteen. . Within a few years 
the Board *f Jewish Education in Chicago hopes the programs can expand to in- 
clude children who function in the moderate range. They hope to start classes^ 
/or handicapped adolescents, too. Religious education consists, of learning 
about holidays, customs and history in •preparation for the chlld^s Bar or Bat 
Mitzvah. Charges for the special religious education programs are the same as, 
' or Islightly higher than, the charges for regular religious education programs 
because te^^ers usually have public school special education certification. 
If your sjmMogue does not have a special program for your chil<^, talk to the. 
synagdgue^a Jpd&catlonal director or contact the Board of Jewish Education.. 

. Some Protest;ant churcheip iji Lake County have their own special 
religious educa'tion programs started by church members who saw the need for 
involving everyone in their dbmmunities. The types of Instruction differ with 
each church. * If your church does not offer such a program, talk to your minister 
or try to get together iHith other parighioners who. may have a special child 
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like yours and see what kJLnd of religious education program you can set up 
Other ;churcherf that already have programs may be able to aaaiat you in devel; 
oping ohe yourself, , ^ 

A "great asset is the Waukegan Developmental. Center • It has a 
full-time resident chaplain who has coordinated many different types of ser- 
vices for the, residents at th6 center. Catholic, Jewish, Protestant and non- 
denominational services are held on the campus. The chAplaln has opfened the« 
door for community members in all of L^ike County t9 attend the services and \ 
. take igart'in religious education programs held. during the weeK^ For more 
information^ check the bAck of the manual for specif ic^ programs. 

• \ . ' , ' . V \. 

Developmentally disabled children should have the same oppo.t^^ 
>tunities to participate in religious services antj religious education as 
other children do. If your church or s3magogue does not provide special reli- 
gious education, you may be able to organize classes for children with handi- 
caps by contacting interested ^members of your church community • 



Education for What? 
— ^ — ' 

Your child can be expected to live* a fulfilling, independent 
»life as an/adult with appropriate supervision if you have put life-course 
planning into effect. So much depends on the .attitudes ^nd expectations of 
parents. Subjects taught in classrooms gain * reality through family acceptance 
and reinfprcement . This Chapter has been organized to help you think ahead at 
the same time you ar^ dealing with the concrete realities^ of the here and now» 
The following checklist may further help you gauge your child's present abil- 
ities and provide a guide for future planning, 

Llf€f Course Planning Checklist . ' 

Is appropriately dredsed; d^rries self well; appears in good health; is per- 
sonally clean and wholesome-Spooking; does not call undue attention to self** 
socially. 

Can prepare own lunch; knows how to sew on a missing button or mend a small 
hole, shines, shoes; keeps self well-groomed. 

Takes care of own room, including making the bed, setting out clothes for the 
next day. ' , • 

Sets, alarm clock prppetly, gets up on time, keeps dat^s. 

Uses leisure timiB appropriately; is interested in sports or hobbi^es or the arts 

Knows he or she is different; accepts limitations; is able to either compensate 
or fully utilize potentials. 
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Assists in'any or ^11 of these: dlshwkshing, table set^ting, taWe clean-up, 
lawn care, snow shove ling ^ garbage disposal^ wateting plants, feeding pets, 
replacing light bulbs, answering doorbell*., 

Takeb part in scho9l activities ^u(;h*as spotts, class newspaper,^ gl6e ciVib, 
band, 6ther clubs^' 

Handle^ responsibilities such as giving out and collecting school assignments; 
acts as messenger and monitor; runs small errands; a(s9ists in room clean up; 
handles bulletin board* ' * \ \ 

Has good health habits; good eating and sleeping habits; knows how to call if 
sick; observes safety precautions;^ has good attendance and punctuality Records • 

Can use hand^machine tools; uses electric or gas stove; Tceeps Vork areas clean; 
completes projects qxi time; follows instructions; asks for help when needed; 
helps others. * , : ^ r - 

Goes to neighborhood Stores, purchases either food or ^personal items, cOmes 
back on time with proper items and correct change, 

* » 

Can <,t ravel independently • to the following: church or synagogue, friends* homes, 
movie6, parks, post office, restaurants, library, museums, employment office, 
rehatbilitation office, bank, doctor's offic,^, dentist's ofj^ice, barber or 
beauty shop, . 

Handles money for personal shopping; knows what a check is; keeps bank account; 
budgets properly; uses coin-operated. telephone and! washer-dryers. 

Carries o^i appropriate conversation with friends^ engages ^n normal f^ily ^ 
discussions, ' 

Writes legibly; can write own letter; can till out job applications; Knows - 
social security number; m^ikes bank deposits and withdrawals, . v - 

Writes name, address and telephone number with either pen or pencil. 

Correctly dials the telephone; can call friends and relatives* 

Reads newspapers; want ads; uses cook bool^]|^ handles street directories ; uses 
phone book; knows street and bus signs; recognizes safety signals* » ' 

Follows up on newspaper want ads, calls or writes for job Interviews, handles her/ 
himself satisfactorily on the interviews^ 

Understands the relations between work and pay; can plan life accordingly, with 
safeguards to protect earnings and job* » ^. 

Sees self as a young adult, able to assume adult responsibilities In competitive 
job. • ' . 

If necessary, can make use of available social welfare, agencies , If in need of / 
post-school h^Ip dUe to loss of^ job or personal problems . ' « 



Vocational Services 

^ ^ ■ . « .• • 

With the trend away from lajge Institutions and towards com- 
munity; Involvement, the question of what your child will do upon leaving 
sphool becomes critical. If you have, been fortunate, the school your cHlld 
attended will have provided vocational training, on-the-job work experience 
and prepared your child for 'full--tlme employment upon 'graduation* On the. 
other hand, all of these steps nnay nbt have been completed. It may be neces- 
sary^ for you to get involved. It is not In the best interests of ypu or your 
child, for your child simply to stay at home after graduation. 



* Th^ Meaning^ of Work 



Early ^dulthood provides just as much opportunity fpr develop- 
ing new 'skills as does any other age level. The d«sire to grow up is deeply 
rooted in our society. The most convincing symbol of -growing up is the ability 
to earn money, not nece^ssarily the ability to be economically self-^ppofting, 

f A job Is one of the most important ways in which we define our- 
selves. We Cvalukte our worth to society and to ourselves in terms of what we 
do and. the quality ^of our performance, Llfework means much more than simply 
earning a living,* Having a job is the mechanism whereby one participates in 
the life of the community. Having a job provides a structure for one^s day. 
There is a definite time for work, therefotfe, a definite time for rtealq and ^ 
leisure. We structure our weeks, months, and years around weekeihds, holidays ^ 
and vacation?. Having a job provides the opportunity for development of fi;iend- 
ships with co-'workets which often extgnd beyond the workplace, Somb of the 
frlendshipi3 develop into closer ties which provide companionahip for other 
social activities,' Recreation (team sports), special events (Christmas parties) 
and social activities (picnics) are often planned by and fot co-vorkers. Work 
fulfills the same function of group membership as schools provide at ati earlier 
age.. The difference is that there Is « transition from the age-graded environ- 
ment of the school tb' a work-performance eraded environment, 



Alternative Places of Work ' . , x 

Day training programs f9r developmeptally disabled adults serve 
primarily those profoundly/severely retarded and multiply handicapped individuals 
whose disabHitles preclude placement in a Work Activity Prograri, The program \ 
provides a continuation of a day training prograih With emphasis on socializa- 
tion, self -care, communication and preparation for participation in work activ- 
ities. The objectives of the .program include a strong etophasis on pre-vocational 
skill training, ' 

A "work activities center shall mean a workshop or separate 
department of a workshop having an Identifiable program,, separate sutjervlslon 



and records, planned and deaigned axclualyely to ^roVlde therapeutic actlv 
ltle^^:^hcluding cuatodial activltlea and any ouypoaeful actiyitiea so long 
M work or^rbduction la rtot the jnaln puirpoge, ^ (jfalr Labor Standard^ 
Amendments 19.66; /Public Lav 89-601#). Tl?e primary targets population for 
work activity programs^ are the severely and moderately deyelopmentally dls- 
^abldff adults^ Work Activity Programs should provide: evaluation, personal 
adjustment training, transportation, counse4,ing and work activitlest The 
goal jis preparation for participation^ In a workshop^ 

^ ' • ' ' ' ■' • " 

"Avsheltered workshop or workshop means a charitable orga^iza- 

tida or institution conducted not--f oi:-prof it but for the purjS^Tbe of carrying 

. out. a recognized pi^ogram of rel\ab notation for handicapped j/orkers , and/or 

, / providing sucn individuals with remunerative employment or other occupational 

rehabilitating activity of an educational or therapeutic naturci" (Fai^ Labor 

^Standar^s ^endments of 1966: Public; Law 89--601) • 

^ . • .A sheltered worksfiop program may consist of intermediate train- 

■ ; • ing experiences and/or extended work opportunities • Adults and .adolescents 
are ;lacludefl| ,who have either some ^ast employment history, "^re work oriented, 
den^onstratelpotential to le^^^n vocational skills, or require work-related 
actiyltl€ts^ to maintain their community fupctioning. Such persons may live 
etither independently or in long-term dare facilities, and may bfe active in 
other programs a^ well. Persons handicapped by emotional disturbance, mental 
illness, alcoholism oi; developmental disabilities can be prograifamed together 
so long as program activities are appropriate to meet* .the needs of the client, 

S^eU:ered workshops provide both transitional, workshop services 
for .perddns with potential for gainful employment and independent living and 
lo^fg-Cerm ei^^loymentr for persons capable of working in a sheltered environment, 
e range of services should be comprehensive and Include vocational evalua- 
-*«testing, tiSilning, counseling and placement; training in social, per- ^ 
i,* health ,'^ork,' and community-coping habits and skills; ^nd job placement 
and .follow-up services. ' • , 

\ ■ ■ / ■ ^ 

Developmentally disabled adults are performing hundreds of kinc^s 
of jobs in regular, competitive Job settings. • Thi^ following list may provide ^ 
you with some ideas if your child is seeking work in the community or if yout 
future goals ii^clude preparing your child for 'this eventuality » ^ 





Stock' clerk 
DlshwaHfer ^ 

Vegetable peeler 
Landscape laborer^ 
Elevator of^erator 
Concession Mtendant 
Sewing machine operator 
tiousemaid 
Sales dark 
Mall handler 



Farmhand ^ 
Assembly worker 
Supermarket checkout 
Factory worker 
Seamstress 
Kick pYess operator 
Truck loader 
Baker's helper 
Playgroufid attendant 
clerk-typist . 



Egg collector 
(Freight^ handler 
clerk Miinfiograjih op^irator 
Mother's helper 
Painter's helper 
Laboratory helper 
Bottle washer 
Nurse's aide 
Wallpaperer 
Hand trucker * 
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Locker room attendant 
Doorman 
^evedore 
-Watchman v 
Apple picker 
Upholsterer 
Bus boy 
Bus girl 
Kitchen helper 
Unskilled laborer 
Candy wrapper 
Tile setter 
Wrapper 
Tree pruner 
Messenger, outdoor 
Office boy 
Office girl 
Porter 
Packer 

^ Truck helper 
Laundry worker 
Gas station attendant 
Irojier 

Saw machine operator 



aoQthlack ^ ' 

Uaher 

Animal caretflk^tf 
Laborer, cropa • ^ 
Collator 

Railroad track worker 
Mangle machine operator 
Maid, hotel 
Cat washer ' ^ 
, Shoe repairer 
W5(.^ldo^ washer 
Fl(ior polisher 
Newspaper deliverer 
t)airy hand , 

Photocopy^ machine operator 

Housekeeper 

Ward ajttendant 

Office cleaner 

Mechanic's helper 

Brass polisher 

Waitress 

Food handler 

Groundsman a 
Textile machine workifer 



yiah clearer 
BopkhindJjng workei; 
Bottle.,Jfiller 
Parking lor attendant 
Messenger t indoor 
Office clerk 
Janitor 
Sorter 

Garbage collector 
Carpenter's helper 
•Mail carrier 
Drillpress operator, 
Ticket taker ^ ^ 
Manicur^F"^^ 
Warehdusenfan 

Building maintenance^ worker 
Cannery worker 
Mail bag handler 
Houseman 

Routeman^s helper 
Gatekeeper 

Office machinb operator 
.Ba« filler^ 
Bellhop ^ 



Skills Training ' ' u ^ 

Vocational education arid special education dd not overlap as 
much as they could. While actual job-dlrecte4 training and education usually 
, do not begin until secondary school, children have the capacity to learn about 
careers and jobs in their preschobl and primary years* Developmentally dis- 
abled children need extra opportunities to try out and^learn different kinds 
of prevocational skills • Older "children could serve as role models for younger^ 
children by teaching them skills guch as sanding, weaving, collating, and sort- 
ing in prevocational classes. The younger children could jals^ serve ^s their 
assistants on school-generated Jpbs, for example taking attendance, xeroxing, 
custodial work, and ^ood 'preparation. The older children would benefit from 
.experiencing rtspoo^ibility for a less capable worker. Also, one of the best 
ways to Ifearn something is to teach it to someone else. This type of activity 
could be included in the individualized educatlonal*^ programs of both older and 
younger children. 

Vocational centers within public school systems maintain Special 
requirements f or ^admis&ion which may be exclusionary, Developmentally dis-^ 
abled students in neeikof skill-training may be kept out hy unrealistic demands 
for eligibility. Parents'^ need to be included in the decision-making process 
to re-^evaluate and change these policies to best meet the needs of de^elop- 
. mentally disabled children. Regular students would benefit too if, for example. 
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a "huddy^ system was eatahlishe<J wherein they took partial responalhllity 
for the training • In terroa of suhaequent emplpynient in the community, it 
la important that students heing trained for union and trades positions de- 
velop a sensitivity to the ahUi^ties and needs of the development ally dis- 
abled. This procesa should begin in ecbool . In^ the ^Summer 1978 issue of 
Common gdnae from Closer Look , a newsletter of the Project of the Parents^ 
Campaign for .Handicapped Children an^l -Youth (Box 1A92, Washington^ D.C. 20013), 
the following comments ""we re made about the admissions policies of vocational 



schools : 



Often students are '^counseled out" by guidance counselors 
who disco^^rage them from applying beqauee thiey don't believe 
they can make the grade. Parents need to know \m0 much- thesfe 
old attitudes conspire to exclude handicapped oMidentB. A 
seventh grade reading level, for example, is required by many 
vocational schools,, although there are many skill-levels for, which 
Qtudents can and should be trained Which require far lower readinp ability 

For example, jobs like dietary aides, nurse's aides, drder- 
llea, and others in the health occupation cluster, do not re- 
quire a high ability in reading or math* Yet, far too often 
training in health occupations is only offered to those students 
wh<J* can rise to the very top of the f leld .* .while we dejprive 
thousands of people of the chance to be trained to do jobs that , 
are very much needed by the labor market. 

We need to look at other problems with' traditional testing. 
Many handicapj[^ed studei^s must have oral tes^, or tests that 
are not timed, or other specific accommodatl^s in order to get 
a fair picture of their abilities. New methods of assessment / 
can give a fairer and more comprehensive picture of a persOTi'a 
potential. Knowledge about vocational assessment is growini 
and parents and' teachers should look, into it. There are w)g|[8 
of evaluating a student's performance with^"work samples 'y 
(mock-ups or facsimiles of actdual jobs performed in the^*world 
of work). Sensitive observations of behavior, attitudes, prob-- • 
lems, likes and dislikes during sampling and instruction periods' 
are part; of assessment. These are combined with other kinds of^ 
information — from special teachers, psychologists, educational 
diagnosticians, parents anfl students — so that a person can be 
encouraged to reach his potential in a field he or she enjoys. 

Remember that it's almost impossible to tell if an individual 
can learn to perform a task unless given a chance to try it out. 
The tradi^tional closed door policy of vocational high school pro- 
grams has made it impossible to discover what a handicapped indi- 
vidual's potential ^ay be. 

A few school systems now have a zero-reject policy for voca- 
tlonal education programa-ly|.gr«tl„g handicapped .tuderft- Into 
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regular claaaea to the greatest extent pQsalhle, Studenta^^h^ndl- 
capped and non-handlcapped^r^ye; peraltted to learn at their PWn 
pace^ and to reach the highest level o? Job cortjpetency they can 
attain* They are hel-ped to seek employment at different atages; 
^ not everyone Is able to reach th^ top level of proficiency. Class-- 
\ room openings occur regularly throughout the school .year^ and wait- 
ing lists ar^ kept to a minimum* This kind of adml8^1on« policy 
can be the rilile, not the exception — If we work hard enough, r 

Pre^vocat;lonal and vocational training Within the schools 
shouXd Include varying levels of work participation. At the entry level 
students work at jobs wltt^ln the school such as xeroxing, custodial work, 
and care of younger children. At > the secondary level, during the school 
year In which students attain their 16th birthday, the Illinois Departipent 
of Rehabilitation Services (DRS) , formerly the ftepartment of Vocational Re- . 
habllltatlon (^)VR) , can contribute to career preparation, Hie Se?S^nd^ry Work 
Experience Prbgram (SWEP) offered by 6rS Is a supplement to special education 
programming which provides; counseling j guidance, diagnostic evaluation, voct- 
tlonal evaluation, and Assessment through placement In realistic emplojrment 
situations. Students prepared for work In the community are paid Ip part by 
DRS, with the employer providing a fraction of the student's wage;,. On-the- 
job training Is provided by the employer and supervised by a vocational 
teacher/counselor from the student 's"" school , When the student a,t tains higher 
proficiency on the job^^ the employer may hire the student for more work hours 
and pay the full salary. The employer, however. Is under no obligation to do 
so. 

When the student graduates and begins full-time employment^ 

the school *s responsibility for job supervision ends. If your child lives at 
home at this time, you must contact DRS or other agencies such as Family Sup- 
pprt Units' Follow Along Programs, which may be able to help' guide and suptr^ 
vise your child 's ^st~graduate worjc experience. If your child Is In a super- 
vised work situation (sheltered workshop or work activities program) or em- 
ployed In the community and living In a supervised resldeqpe, there Inay be 
professional staff available to offer guidance. 

The National Association for Retarded Citizens (NAHC) , the U.S, 
Department of Labor, and the state through the Comprehensive Employment and 
Training Act (CETA) jointly sponsor an on-the-j<3b training* project , The em- 
ployer agrees to proHde 320 hourg of Intensive training. To reimburse the 
training costs, NARC reimburses the employer 50 percent of the Iftdlvldual's 
entry Wage for the first 160 hours and 25 percent for the remainder. The 
U.S* Department of Labor covers administrative^ costs and a portion of direct 
financing. The sta^e uses CETA funds to provide additional training subsidies 
and In some cases to hire placement staff. The funds can be used byi Work- 
study coordinators In the public schools, vocational rehabilitation counselors 
workshop job placement specialists, and any other agencies Involved In the Job 
placement of mentally retarded persons. Materlal^i about the project can be ob 
talned from the national headquarters bfflce (NARC On-The-Job Training Project 
2700 Laura Lane, Middle ton, Wisconsin 53562, Telephone 608-831-1151). The 
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Illlnolfl Association for Retarded Citizens On-The-^Job Training Project has 
a wuch n^ore comprehensive program for suburban. Cook County (reimbursing em-- 
ployers 50 percent for the entire first year, coveritig transportation aid 
child care for the first month, and paying for uniforms, equipment and'\<?ols) . 
Although they would refer residents of Lake County to the national office for 
specific help, they are available for consultation (telephone 312-263'-7135) • 

Successful, training for developmentally disabl'ed persons has 
been developed by Jir. Marc Gold in his system called "Try Another Way,," The. 
approach of breaking tasks down into Components (task analysis) was first used 
successfully to teach bicycle brake assembly to severely and profoundly re- 
tarded persons. The system is applicable with persons who have all ranges of 
disability. In addition to vocational training, the system can be used for 
the acquisit^n of daily-living skills. Training films and bther materials 
are availaKle/ (Marc Gold and Associates, IncorpoMted , 708 West Oregon, Urbana, 
Illinois 61801). 

^ finding Holding a Job 

^ Expetiential learning thifaugh ^ork experience programs during 
the formal school years can help to establish crossovers . between the world of 
school and the world of wotlc. Employers sometimes shy away from young person^ 
in general » because of skej^^^ism about their stability, conscientiousness^ and 
Willingness to conform to the requirements of responsible functioning as subor- 
dinates « Even if you?tg people have the required skills for doing the job, em- 
ployers question whether nfew employees will recognize the importance of being 
on time, ' meeting deadlines and production targets, taking directions and ac- 
quieiscing to authority, working harmoniously with others, and exercising ini- 
tiative judiciously* Once these capacities ate demonstrated oo one Job, future 
prospects markedly improve, * , 

Many developihemtally disabled persons who do find emplojrment per- 
form quite well on the job* Those who do fail mast often have the ability to do 
the work but are unable to copeStfit|i the social, perefonal , .^^fifnd~i);iterpersonal 
problems that arise in any emplojfcidnt situation,- Parents and teachers must work 
together to lielp developmentally /disabled children develop a concept of the dig- 

(ty of work, regardless of its/iatute, ts well as to have a sensa of dignit^y 
If themselves. The kinds ofi/^Jork habits to be instilled, because they may be 
letermining factors in holdttng onto a Job, are: 

1, dependability - going to school/Work every day except in the 
case of illness or severe weather. 



2. promptness - being on time for the bus, school, classes, work, 
and extracurricular activities. 



prompt 
:ular acti> 

3, following instructions - carrying out Job tasks, completing 



.assignments. 
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personal appearance ^ cleanliness, appropriate dress, 

grooming, \^ 

5, ability to work independently - being given responsibility ^ 
for specific chdtes and^taska, and being held accountable for their ^completion. 



6, cqiytefty - re9pect for ^he rights and property of others, 
being well-ioannered. 



7. acceptance of criticism development of social and emotional 
turlty, ' , 

8, cooperation with fellow workers - on-the-job and ^In social 
settings such as the lunchroom and after hours, 

Re*allsm must be the key to education and training. Unlike 
special education, day training programSj^ork activities and workshop pra- 
graqis, entering competitive employment means developmentally disabled adults 
will enter a real world not truly made for theqi. To maximize your child ^s . 
deve^pment, you must help him or. her to align concepts of work with realistic 
job possibilities, to learn to hai|(}le s6clal and Interpersonal situations which 
may not always be pleasant, and tcl handle everyday personal problems (money, 
transportation, living quarters) \$hlch may, not be as routine to your child as 



they are to you* 

» * 
The Employer ! ' 

^ ' ^ Employers need to be educated too. Community acceptance is a. 
prerequisite to peanlngful employment\^ o]}portunltles« While individual con- 
tacts can be effective, this Isv really an area where group action is needed. 
Ip fact, it is probably best if your child is not hired by your own employer 
or by a friend because then Issues of job performance can become clouded by 
emotional overtones. It is difficult to be an advocate for your own child 
unless it is part of a group advocacy effort. 

To expand job opportunities, a continuing public relations/ 
education program is needed to alert empl^oyers to the benefits of .hiring the 
developmentally disabled.^ Under the Reha[{)llltatlon Act of 1973 federal 
agencies and companies that accept federal government contracts are required 
to take ••affirmative action'* in employing and advancing qualified. handicapped 
workers. Non-compllatice can result in court action, w|.thholdlng of payments 
due, cancQllatl6n or suspension of a contract, and disbarment of the company 
or agency. About half of all American businesses h^ve federal contracts. 
You can help businesses fulfill their federal requirements while developing 
job oppdrtunltles by showing how the special education graduate has acquired 
work skills whicli meet specific job requirements. 

t. Many employers, federal, state and local agencies «re already 
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involved in employment opportunity expansion., The Federal Government has a 
8p«clal hiring program for developmfentally disabled persona, who are certi- 
fied by vocatiorial Rehabilitation counselors as ready to work. The person 
can be hired directly by a Federal agency without having to taloi a Civil ' . 

Service exam and without being placed on a Civil Service register. It ill 
the policy of the American Federation of Labor and Congress of Industrial. 
Organizations CAFL-CIO) t;o increase employment opportunities for the develop- 
mentally disabled through "collective bargaining agreements and union-manage- 
ment cooperation . 

ThB local, state and federal employment offices may be good 
resources « Most keep track of types of jobs in the community and may be in 
a good popition to steer a development^lly disabled person in the right direq- 
tion. Local and state associations for the developmen tally (Jis^bled, the 
governor's advisory council on developmental disabilities y chambers of com- 
merce, service organizations (such as the Rotary Club), and the clergy are 
potential adurcea of help in finding and creating job opportunities* 

An alternative to finding a jbb in thia competitive Marketplace 
is to create new opportunities by starting a business. The Lambs Institute 
periodically conducts a four-day symposium for parents, community leaders, 
and professionals who are interested in adapting The Lambs' approach and 
pi^thods to their own communities' programs. The workshop presentations in- 
clude the business work/training program (day program), the residential pro-^ 
gram, the fundraising program, and The Lambs' business concepts and principles • 
^Workshop participants h«ve the' opportunity to observe and analyze firpt-handi 
the operation of the bus4.ness/ training centers* Information is provided ab<^ut 
how the centers are organized, the levels of prof ici^^jipy required. for differ- 
ent, tasks, teaching aides, equipment needed to duplicate the business, su^ 
p!).iers of raw products, annual sales and seasonal sales trends. Similar 
businesses (bakery, pet shop, restaurant, stationery shop, specialty food 
store) could be established individually in community shopping malls and ^ 
siness districts* V 
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Another type of business is the affirmative industry operated 
either on a non-profit or profit-making basis ♦ As originally developed by 
Minnesota Diversified Industries (666 Pelham Boulevard, Saint Paul, Minnesota 
3^114) and implemented by Opportunity, Incorporated in Hightand Park, the 
aiffirmative industry has five majar types of employees: supervisors techni- ^ 
cians /model worker^, workcj^ra, hnd emplqyees who are handicapped. The roles 
of the supervisor and technician are identical to those in business and indus- 
try. Model workers are experienced, knowledgeable ^nd conscientious workers 
similar to shop stewards* The affirmative industry protects or shelters some 
positions for employees who are handicapped. ApMf f irraktive industry provides 
productive, gainful employment by utilizing normal bu&iness practices; (See 
Chapter on Parents as Planners of Programs for further ideaS.) 

As you plan for your child's vQcational needk, you may want to 
contact and meet with local private agencifs. Even if ydur child is in a public 
school program, the staff at private agencies (for example, Countryside) might 
know about different vocational options than dpes the tegular school counselor.. 



Vocational Interest Areas 

AUTOMOTIVE INTEREST means prej^erence for occupali^)n8 concerned with parking, clftanl%g, 
polishing, lubricating, and refueling trucks, buses and automoblXes and. related 
servicing and maintenance activities of vehicles* 



BUILDING TRADES AND LIGHT IN^TRUL INTEREST means preference for mechanical 
activities concerned wlth"li8«Pbly, ' repair , constructlon,yafid ihstallatiotl work 
using hand tools, machinery, and light or heavy equipment* \ 



CLERICAL INTEREST is an Interest in general office work cdncerued with running 
errands, sorting and dellv€ft*lng letters, packages, and messa'j^es; furnishing workers 
with clerical supplies, and perfomlng routine tasks In an officer library or 
printing firm* 

ANIMAL CARE INTEREST indicates a preference for aftlvlties concerned with feeding, 
watering, sheltering, exercising, and grooming animals, and cleanlog quarters* and 
equipment. " ^ . 

FOOD SERVICE INTEREST means preference for occupations involving the preparation 
and serving of food, and clean-up tasks in kitchens and dining areas in restaur 
rants, hotels, motels, and clubs ^ ^ - I - 

PATIENT CARE INTEREST is^a preference for occupations concerned with attei^dlKg ! 
to the physical comfdrt, safety, and appearance of patients,* and performing 
routine tasks in hospitals , clinics , morgues, or related health facilities^ 

HORTICULTURE INTEREST indicates a preference for activities concerned wUjh 
planting, tilling, cultivatingi ga'thering and harvesting pt^t life or ^ant-life 
products, and caring for such areas asTgardens, grounds, parks and cetheteries* 

JANITORIAL AND HOUSEKEEPING INTEREST means -preference for occupations concerned 
with cleaning tnd Aipkeep of building inteVloi^s, furniture, and equipment in 
hotels, motels, stores, and other faciliHeSj and cleaning tasks in and around 
private househplds. 

* * 
PERSONAL SERVICE INTEREST indicates a preference for activities^ that involve 
helping, assisting, and serving people in a broad range of services such as 
barber, beauty operator, ticket taker, usher, child day care aide, and porter. 

LAUNDRY SERVICE INTEREST is a preference for occupations that involve laundering, 
dry cleaning, pressing, ironing, dye^.u^, and repairing of clothing, furnishings, 
and a<:Cessories in commercial laundries, dry cleaners, launderettes, or private 
households. . . ' ^ 

MATEtflALS HANDLING INTEREST is an inter.est in occupations concerned with" 
waretiousing, loading or unloading, storing, stacking, and hauling or delivering 
of merchandise^ ^ 



Recommended for Purser Heading 

» ♦ . <. • ' . 

► ■ . . 

Bolles, Richard Nelson. What Color Is Your Parachutft? Berkeley, California: a 

1977 Ten Speed PreKs . I ' ' ■ t 

• Readably manual with practical step-by-step instructions 

for identifying job interests, evaluating job possibilities, 
. • and conducting a job-huht. Can be used by parents and 

\ . ' professionals working with development ally disabled persons. 

• ♦ 

For more information on vocational education and employment opportunities for 
the handicapped contact: , ^ 

The President'^ Committee on Employment of the Handicapped 
1111 20th Street, N.W. 
Sixth Floor W 

Washington, D.C. 20210 . ' . ' 

The President's Committee on Mental Retardation " ' 

330 Independence Avenue, S.W, 

Soxit]^«lxdlng, Room 3232 ^ - 

Washington, D.C. 20201 

AFL-CIO ... 
815 Sixteenth Street, N.W. . ' 

Washingtpn, D.C. 20006 l( • ' . 

. . . 
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Living Environmenta 

There are many types of living environments suited for dif- 
ferent agea and developmental levels. Depending on your child's developmental, 
ablXitl^s and the family's situation financially and emotionally, you may not *^ 
be able to (for younger or bolder children) or want to (for young adults) have 
your child remain at home. It Is usually very difficult for any parent to 
have their child leave home, regardless 6f th6 child's age. But it is an even- 
tuality which" will almost certainly occur. Such a: decision Is'not.to be taken, 
lightly and shotjp.d be preceded by input from professionals. 

/ Occasionally, it is necessary to place a child at birth or 

shorCly thereafter. This happens very rarely now with the availability of 
early intervention programs .^However, if a child requires 24-hour medical 
attention and is profoundl^^phdicapped, placement -may be the only workable 
solution for the family. Whether a child is placed directly from the hospital 
or shortly thereafter, parents should feel content that they are providing the 
best parenting possible by maintaining regular contact. A regular visitation 
schedule should not be made too demanding so as to make a hardship on other 
family members or .establish unattainable expectations. For example, planning 
to visit every we^eqd would undoubtedly be interrupted by illness, severe 
weather, or other demands. Once a month might be a more reasonable goal.\ 
Special cultural holidays (especially Christmas) ^re important, but very busy 
times for families;, the weekend Just before or just after might provide a{ 
more relaxed and rev^ding visit for both the child and the family. For their 
own peace of mind parents should become acquainted with the professionals who 
cartjttor thetr child. For the sake of their child's best interests, parents 
shoTO be supportive, of professionals to foster a, climate of trust, calm and 
balance. Professionja^Ls will be caring for the physical needs <^f the child; 
parents fulfill important eiotional needs. / 

Decisions surrounding your child leaving home as an adult will 
be just as difficult but involve different considerations. These will be dis- 
cussed at the end of /he chapter. Alternative living environments available • 
and suggestions for evaluating these environments will be discussed first. ' 

Alternative Living Environments . 

\ The types of public and private programs that are supported by 

state funding through the Illinois Department of Mental Health ahd Develop- 
mental Disabilities are as follows: 

A skilled- nursing home la a facility which provides ak111»,i 
nursing and related c.re. These facilities have 2Lhour nu«Inrse^ices 
shift d '' " ""^"L'!' " '='^'«V""<' « graduate Sw! freach 

?^is. JIclUtT^. n'^l'f, ' '^^^''i"'' to the licensure s?lards. 

These faclllcle. nornaljy serve a pol,ul,tlon from birth to a^e 20. In addlu'; 
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to 2A-hour *nurding care> addltloiml activity and phyalcal therapy programs. 
«rft normally provided aa part Qt meeting the client 'a habllltatlon needst 

An Itfitermedlate care facility la a licensed nursing home which 
provides medical supervision. The facility must have 24-hour nursing services 
with a director of nursings additional^ licensed nursing staff according to the 
number of occupied, beds ^ and as ipucK additional staff aftw required to meet the 
licensure standards. Most of the patients have long-term Illnesses or devipl-* 
ppmentai disabilities which haVe reached ^a relatively stable plat Au and re- 
quire only 's*lmple nursing care. In addition to nursing services, rehabilita- 
tive nursing, activity programs and social rehabilitation programs are nor- 
mally provided. These facilities normally serve a population from blrtl\ to 
age 20. 

Sheltered care homes provide services to residents who are not 
In need of professional nursing care, but 'are In need of personal assistance 
and supeirvlslon. Sheltered care homes may have,, but are not required to have, 
nursing personnel. Activity programs and social rehabilitation programs are 
the main service. Vocational training services are to be provided through ^ 
community agencies. These facilities normally serve ffi population from birth ' 
to age 20. 

Residential schools are designed to meet the needs of develop- 
mentally disabled children who can no longer continue, to reside In a family 
setting and can^nb longer participate In a public school program, ' They pro- 
vide room and boards educational programs (certified by the Illinois Office 
of Education), behavior mfinagement services and habllltatlon programs v Resi- 
dential schools arp encouraged to utilize community resources whenever pos- 
sible, «^ Through the use of social services staff t^e family Is encouraged to 
remain Involve^d In the child's program. Residential schools are also respon- 
sible for the provision pf psychological se^rvlces, speech services and audl- 
ology services, dental services, physical and occupational services and nurs- 
ing servl9es, ^ They are encouraged to provide the necessary programs In a (. 
"normalized environment," The goal ofi residential schools Is to develop the 
child's potential for return to a family setting ^and the public school system. 

Foster homes are designed to meet the needs of developmentally 
disabled children who can benefit from the care and Interaction of family liv- 
ing, but who have no natural family willing or able to meet their needs. With 
the room and board provided by the foster family, the child participates In 
either day treatment program or the local school system during the day-time. 
The goal of the foster home program Is that the family s^^atem will allow a 
developmentally disabled child to reach his or her maximum potential In an en- 
vironment as normalized as possible. The foster family develops the child's com- 
munlt]^ awareness by Including the child In the family excursions, .i,t., shop- 
ping, eating In restaurants, trips to*" the too, etc. The foster Jfamlly^s coip- 
posltlon must be appropriate for meeting the child *s needs. The .foster family 
must possess 'an ability to understand behavior, the desire to help and a will- 
ingness to cooperate with Department of Mental Health and Developmental Dls- 
abllltliss staff In providing a program that wHl meet the child's needs'.' . 
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The foster training program Is similar to the traditional 
foster home program in that it ia designed to meet the needs of develop- 
mentally disabled children who can benefit from interaction of family liv- 
ing,. Foster training homes, however, also provide training for the foster 
child in the areas of self-help skills, social ,-bqJiavior management and 
other ^eeds as identified by the regional/supervising agency staff in con- 
junction with the foster training home parents. The fostet training home- 
parents are responsible^or providing documentation of structured habllita- 
t;ion programs, Communil^ resources are utilized wherever possible. The 
gdal^f the foster graining home program is to allow children who are more 
substgj^tially handicapped than traditional foster children to reside in a 
family setting, 

■ • # 

Child group homes are* designed to meet the needb of develop- 
mentally disabled- children who can benef it^fron) the structure dnd programs ' 
provided in small group living. Child group homes provide services for 10 
children or less with the ^ children participating in communiM;y oriented pro- 
grams. The community programs range from private day-care to^ local public 
schools. Since th^ daily programming Is obtained in the community, the 
group homq staff remain responsible for providing recreational services and 
habilitation programs in the evening hours and during th.e, time that the 
client would normally participate in self-help skills areas. The goal of 
the child group home is to prepare the child to return to a family setting. 

> The home intervention and training program is designed to 
allow a child to continue residing with the child's natural family yet re- 
ceive interveption and training from a licensed child welfare agency i The 
child welfare agency provides staff to go into the natural family's home 
for the purpose of: (1) initially assuming to*tal m^a^ement of the'develop- 
mentally disabled child during the in-home assignment p^eriod; (2) partici- 
pating in indervice training programs with natural family members; (3) devel- 
oping a habilitation plan in conjunction with the natural family for phasing 
out agency services as the family becomes more comfortable,, with working with, 
their developmentally disabled child. The children in this program normally 
participate in community day programs. The home intervention trained is with' 
the natural family in the evening6 and also for weekend retlef',. This program 
provides respite services for the family allowing them to spend time with 
other children or to be outside of the natyral home,* It also allows the 
natural family to have a resource person working with them directly to sharpen 
their skills in working with the child. The goal of this program Xb for the 
natural family to become the primary individual providing program services to 
their child while the child is in the natural home. ^ 

Respite care service is designed to prevent long-term residen- 
tial placement and/or institutionalization by utilizing early intervention.* 
Respite care allows parents to place their child ij^o a short-term program., 
fhis allocs thei family to take a vacation, spend a^itional time with other 
children in the home, take time out for hospitalization or medical, serVl,ce , 
or have time in which they can, rest. Settings for respite care allow for 
children, or adults to receive separate respite services at any given time. 
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Some respite settings are able to receive tHe client for behavioral manage- 
m»nt purposes and/pr medication evaluation and cflsla Intervention; The 
goals for respite programs are two-^fold; 1) To allow a family a short .aimoui^t 
of time away from the client for their own personal ^^aons; 2) J!o provide 
a setting w?^re* clients can receive ahort'^term intervention when they are 
exhibiting a behavioral/medical problem or are involved ip a fainily crisis* 
In either cAfiua, return to th^ natural home, foster home, or other placement 
resource normally occurs within *f our to six weekA or less. Respite care can 
occur in a variety of settings Cl.e#> natural family home, foster homes, group 
homes, private chll^ care institutipns, ICF/DD, lakilled nursing, etc.) .S^^^-^ 

An fntermedlate Care Facility for the Developmentally^lsabled 
(ICF/DD) is designed to meet the, social and rehabilitation tiee^e^^ develop- 
mentally disabled adult&. Major emphasis is upon obtainlrig-^^ppropriate ser- 
vices in community-based settings. 'The ICF/DD does m^ex^e sid^le ilursing 
care, but the focus of the prograin is. upon activ^feyarjd, habilitatlon programs.: 
The facility must have 24-hour nursing ^pvi^o^yal^ a. 41 rector of nursing and 
as much additional licensed nursing staj^inaccordihg t^ the licensure st^ai^dards. 
Supportive staff are available a& retjuirfed to meet the needs of the rq^lltents. 

Through its direct pr^x^M and consultative services staff, the 
community living fa^llty provides for^ tjhe transitional returp tP. the com-r 
munity from insjtl tut ions , the possible prevention or delay of /f>lacement dri an 
Institution, a home for residents, if they meet progt^am criteria^ and training 
for tot^ally independent living. The function of community living faci^ltifes la 
to normalize living conditions and,* as far as possible, to replicate hotne-style 
living as it exists in the community. Consultative services staff ifiay include 
social workers, psychologists, speech and hearing specialists, audlologists, 
psychiatrists, .|[jsgistered nurses and other consultants, as necessary. Copnurirty 
living facility residents must be eighteen years old or older. ^ 

• , '. f 

The supported living arrangement (SLA) provides support and, direc- 
tion so as not to interfere with the individual's independence, but ratherHo 
suppojl^t and shape the adult with the necessary skills for total independence 
and self--suff iciency. Support shall be provided by staff on an "as needed" 
basis, based on the individual's capabilities. Through its direct and consulta- 
tive services staff, the supported living arrangement provides for: support 
and direction leading to totally ^^ndependent living; residence for clients whQ 
have attained self-help and semi-independent living skills; the transitional 
return to the community from facilities €hat are relatively more restrictive; 
a variety of types of living arrangements that enable' handicapped persons to 
enjoy choice and options comparable to those available to the general population; 
and a comprehensive approach that makes provisions for the total environment, in- 
cluding a service plan designed to sustain a normal, coimnunity-based living 
arrangement. Hie fun^t^on of^ th^ supported living arrangement is to normalize 
living conditions and, as i?ar as possible, to replicate home-style living as it 
exists in the comminlty. Supported living arrangement residents must be 18 years 
of age or older, demonstrate ability to self -administer medication if needed, 
demonstrate competence of'haslc self-^ielp and suxrvival skills, and Itiave voca- 
tional employment in either workshop or community/ 

A. 



^ \ The adult family home p^^gram I9 a unique modli^icatlpn of \ the 

foster care progt^m for children • The program consists of placlnjg one to two 
development ally disabled adults In a tajre£ully selected private home In which 
asiresldent can live aq a family member and receive care and/or trai.ning» The 
adult family home seeks to combine all of the qualities features unique 
to family living* Adult family i^ome placemetits are dynamic. They are ^not 
necessarily peant to Ibe a life time residence* , The goal .of this program is 
to maximize the individual's potential and thei^, if appropriate » move him/her 
to a setting which will provide even greater growth. If an individual Ho 
longet needs the supervision and. interaction which the family can proi>ide, then h 



or s 



he should be moved to a more independent environmen||^ 

TV- 



Other programs are in the planning' stages such as assistance 
for individuals in maintaining independent living status « Keep in touch with 
the Department of Mental Health and Developmental Disabilities foV changes in 
existing programs and the creation of new alternatives « The Department is the 
major source of funding lor any residential program for the developmentally 
disabled in Illinois • v ^ ^ 



Evaluating Living Environments 



^> In deciding upon an alternative ^living environment for ^r with' 

y6ur child there are a number of factors which you will w^nt^ to evaluate before 
making a decision. Some suggestions to help you as you explore different op-* ' 
tions dre the following: / " 

Residents — number^ types of disabilities represented p average age of residents ^ 
what happens if the placement does not- Hork out? ' ^ » " 

Staff — number, typfes of professional services represented^ availability? 

Physical Appearance — sound structurally, cleah and attractive, adequate heatlAg 
and air condillioning, enough room for residents to livfe comfortably, rooms. Indi- 
vidualized with per^nal belot^ings and posters^ does the neighborhood s^em^safe? 

Programs — educaHfibnal, social, , recreational, vocational, vmedical, denta|., volun- 
teer, community involvement, handling of hygiene, laiindryiahousekeeping and 
emergencies? 

Interpersonal — attitude of residents and staff t;owards each other, response of 
residents to visltora, activities in which residents are involved, restraints 
on residents, adequate privacy and. space for leisure activities? • ; ^ 

_ • . t 

^ Make s4fe you visit more than once or over a long enough period , 
of time to be objective about your^eellngs about the living environment* ^Try 
to Imagine your child in that sett\iig» Will he^ or she fit In? Try to ask your- 
self whether you want someone you clhre about living there.^ If it is not ap- 
prbpriate investigate to fli,ee If thetV a^e any better alternatives* It /may be 
that there is something yOU can dp to bring abput improvements,-' either as. an 



Individual voluntee},3C qi: hy worklpg with, a p^rentft' gir^anlzatlon qx fttate, 
agencjj, 

* < , ■ * ' 

The Meaning of Eatabllshing Indepeildence. * . 

It your child has remained at home while completing his or her 
petlod^of formal education, or will be' returifLng home because ah educational 
pyogram term4nates at age 21, you will want to examlne^the possibility of hav- 
ing your child remain'at home as a young adult very carefully.' It isfc choice 
assuming that both parents afii^oung adult are agreeable to the Idea and the 
situation. The ohvlbus advanb^e Irf that you will continue to provide a non- 
thre^tenlng, accepting environmdnt with, people who are genuinely sympathetic. 
Issues to be considered are- is follows; What will happen when you are unable 
(due to age, financial ability,, or Illness) to c^re for your child? How will 
, the young person socialize with peers and others In the community? Will 'there 
^ be difficulty allowing your, child to "grow up" with ^duU responsibilities', ; 
while ^tlll under ^your- protection and, supervision? * ■ 

As ^parents of a developmentally disabled child, you should be 
^ concerned at>out your child's future'after leaving sphool. JJntll that time 
your cM Id will be well supervised academically ^and socially, and be invplved 
in vocational tralniYig. Qounseling, social workers, v9catlonal rehabilitation 
workers, physical therapists, and other school personnel' wttl be accessible. 
Most of these services are provided by your local school district or special 
education school. As your child finishes formal schooling, mature* and grows 
into an adulT-wlth all the needs and requirements of an adult, that support 
fystem.may -not be^as readily available. You will have ^ ask yourself what 
you can best do as a parent, to ensure th#t the developmental process continues 

The developmentally disabled adult continues to grow and ^change 
As any person. develops , needs also change. You may want to^^upport thl^tran- 
. sltlon to an alternative living*iBnv4xonment while you are still available to 
do so, rather than have It abruptly forced up6n your child If something hap- 
.. pened to you. It Is usual In our society for young adults to establish their 
^Independence by living apart from their parents; It. Is also usual for parents 
TO continue to bp supportive of thetf children well Wo 'adulthood, emotion- 
ally and'Ofteh financially as well. Helping ypur. child become independent of 
you does not mean abandonment, but rather that a new relationship between car- 
ing adults can be established. 

Cotpmunlty'' Accept ancfe * ' 

As opposed to looking for a Job, th^re is no similar urgency 
to begin ejjplorlng alternative living environments. You will have to mak^ 
the decisfon as 'to whether your thlld can handle the transition 'to wrk and 
community living simultaneously or whether it may be easlet for your child 
to retain at home for awhile after beginning to work. ' ^ 



There aire very few cortmunlty living alternatives available 
at this time. Waiting llata for existing reaidence6 are usually quite long. 
It inay be necessary for you to start exploring living alternatives several 
years heA)re yoti and your ohild will he making this transition; a good time^ , 
to begin would be while yoiir child i% 1» high school. The trend is toward 
small, cOnimunity^-based living altemjitives. Two bar^lerd exist to prohibit 
the expansion of these. alternatives: one is financlali the -second is attltud- 
inal. Overcoming both Involves long-tenfi group-effort. The group tfeed not 
be large ^ but should enlist persons with organljsat lonal expertise. For ex-, 
cample, even after the Glenklrk Association acquired the property for a ifesl-- 
dentlal home it took seven years to mSet all the guidelines and obtalp the 
necessary clearances • 

A case study example of the determination and persistence 
needed to follow through on plAns for'**a community living altemetlve is the' 
Morafne Association. The idea began with two parents in 1974, One had been 
a board member of the Illinois Association for Retarded Citizens and had a 
knowledge of options available for developmentally dls^led •adults. Their 
first step was to secure a sfcart-up grant from the Illinois Department of ^ 
Mental Health and Developmiental Disabilities and a contract for funding pfo*- 
grams when the facility was opened. They ^qpked'fot a 8i^;e,- found a build- 
ings and rai/sed;money for the down payment > but Jthe 'Owner >pold to someone 
^Ise after sftveral*months of negotiation. They received financial support 
through the City of Highland Park, found a aite, atid purchased it. 

This is the route any group would have to follow—obtaining 
state endorsement first, and! local support second. During this f ime-donaum- 
Ing* process you will realize what a big bureaucratic machine the governments 
are in terms of paperwork and accountability requirements. As i^^>]p^ent yOu 
will Ije frustrated, but as a taxpayer you will be pleased to flpd out hoW 
carefully tax monies are spent. For example, you will probably need to pro- 
vide projections about staffing requirements and programming, document that 
your new service doea not duplicate anothel!^, and demonstrate economic feasl- 
.blllty. Public hearings may_^fi.-lnVolve4^ before you receive a permit which 
would also serve as a prellcenslng. During this time, members of your organl 
zatlon will have to monitor legislation,, and attend meetlftgs. Your organiza- 
tion will need t<)* enlist the services of liwyers and financial consultants to 
negotiate loans and fill out form^. It takes time but otHers have done it 
and *are aivallable as , consultants through the community living facilities* 
directors group which is organized at the regional level. 

Whether your child will live Independently, or will live at a 
new facility, community acceptance la^ thje key to successful and amicable 
living arrangements. The groundwork should be laid in advance. Proposed 
facilities have failed to become reality because the community has opposed 
them through zoning restrictions. Public relations Is an ongoing effort. 
As you and the schools encourage your child to participate in more and more 
conmunity actlvltes, this will help in arriving at the/day when development- 
ally disabled adults are accepted as neighbors, with capabilities ^and limita- 
tions very mucl\ like everyone else. 
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Reconoaencled tot Further Reading 



The aseoclatlons for the deVialopn^ntally disabled publish lifits^ 
and mater j«il8 on residential alteimatlves. For example: 



United ^Cerebral' Palsy Associations , Inc . 
Professional Services Program Department 
66 East 34th Street ' 
New York, N.Y. 1Q016 

Governmental Affairs Office 
National Association for Retarded Citizens 
1522 K Street N.W, / Suite .510 
Washington, D.C. 20005 ^ 



ask for: 



No Place LiKe 
H&me by Irving 
R, Dickman, 



ask for: Gov^mgDent Report , 
news bulletins 
which explain legis- 
lation and clte< 
trends 



Research and Demonstri^tion Institute 
National Association for Retarded Citizens 
2709 Avenue E. East J| 
Arlington, Texas 76011 - / 

Director of Residential Services 
Illinois Association for Retarded Citizens 
Ridgely Building, 504 East Monroe 
Springfield., Illinois 62701 

Information and Referral Service 
National Society for Autistic Children 
J06 - 3l8t Street" 
Huntington, West Virginia 25702 . 



ask for: The .Parent /Profes- 
sional Parth€»ship : 
How to Make It Work 



ask for: I^ftsldentjLal Visit and 
^vAluation Guide^ and 
lists of residential 
altemativea 

ask fori Directories of facil-- 
it4.es and other lists 
(over 40 are avails- 
able by state, county, 
and sub]ject matter) 



Specialized Programs, Division of Developmental Disabllitlea,* of the Illinois ' 
Department of Mental Health and Developmental Disabilities at 401 S. Spring 
Street, Springfield,* Illinois 62766, would also be able to provide lists of 
all residential alternatives funded by th^ Department which" would cover most 
alternatives in the state as well as program and service guidelines, " 
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FAMILY SUPPORT 
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Families with developmentally disabled children experience heeda 

^beyond those which are met through special aducatlon. Health care, family 

counseltng, recreation, community service?, financial planning, and considerations 

about having more children are areas where support is available. 

> Developmentally disabled children need the same regular raedicaU 
dental, and oth^r health care services that every child needi while growing up. 
Parents may find it difficult to get these services because not all doctors, 
dentists, aifdiologists, and other medical professionals work^rwith handicapped 
children, ihti Chapter on Health Care Services desctlbeVltdS/ to locat€| profea- 
sionals and services, as. well as how to compliant brofessional care with prac- 
tices in the home that promote physical well-being. \ Topics covered include: 
medical services, dental Services, vision screening ,\coi«minication disorders, 
hearing problems, special equipment repair, and nutrition. 
> ■ 

When a baby is expected, the family is usually excited. But no 
matter how much parents want Che baby, or how much they have read, there are some 
things they ar(6 |^ot prepared for. The arrival of a baby changes the family's* 
lifestyle. Resides dealing wit| unexpected things that all parents encounter, 
the parents of 9 developntehta^^ disabled child have to cope with special consid- 
erations, too. It is sometinvBs hard for parents to carry' out everyday activities 
like going to work and taking Care of the house. The Chapter on Fafaily douriHeling 
discusses some common emotional responses and .provides iaformati<>n about types 
of counseling services. "iJi i' • . . 

.".»• ■'' ' 
Few groups have more leisure tln»e than' the developmentally disabled. 
Too often their free time has been forced updn them because of their disabilities 
and lack of Rlamted opportunities for recreation. Learning how to planand use 
leisure time effectively can mean the difference between a boring, sedentary life 
and an active life of increased fitness and sharpened artistic, recreational and 
social skills. The home is. the ideal place for learning to use leisure time 
effectively, family recreational activities that the child^injoys and does well 
In can become life- long hobbies or turn into vocations when the child reaches 
adulthood. For example, a hobby such as ^ar^ening can turn into a job in a 
nursery. A number of recreation programs, both public and vprivate, are also 
prdvided in Lake County. The Chapter on RecreattDn discusses faflAly arfd community ♦ 

.1. / P^^^^^"^ °" C6ramunity Services discusses types of support available 
to families with developmentally disabled children. Information and referral ser- 

h^^^h^?^^^?^^'^ ^^^P- ^aby-sltters, respite care, and homemaker/ 

home-health aides can make caring for the household and family less of a burden, 
especially if a family member becomes ill. Mobilitjt^or the developmentally disabled 
child can be enhanced through police Cooperation andexperience in using public 



I ( The Chapter on Financial Planning dlscuffses the coordlhatlon < 

'of government and private services to recjiice the economic burden which may be 
associated with a, disability./ Heal^th Insurance and govetnmental benefits are 
highlighted. The' mettts 6i guardianships', trusts dnd >ills afe discussed as 
ways of providing dn-golna protection for the cJevelopmbntallyCdlsabled child into 
adulthood. ^ \ 

Parents and siblings of a developmentally disabled child may 
wonder what the chances are that another child bom into the family could be 
developmentally disabled. The Chapter on ConstderaCions About Having More 
Children addresses such concerns. Some of the questions can be answered through 
genetic counseling. Dui;ing pregnancy medical procedures such as amniocentesis 
can determine if some genetic or biochemical disorders are present. Proper 
nutrition during pregnancy can prevent disabilities associated with low birth- 
weight. Risks incurted from cigarettte smoking, alcohol consumption, and 
prescription and over-the-coui)ter drugs can be monitijifed or eliminated. Peri- 
natal centers have special stiffs and equipment to handle problems arising during 
labor and delivery. And, while children are growing up, routine preventative 
measures for illnedses and accidents can prevent serious disabilities. < Accidents 
and poisonings, cause more, fatalities, and crippling injuries than birth defects 
and disease. • 
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Health Care Services 



^ Your child will need the aame re)|ular medicaK dental, and other 

health care services that every child needs while growing up. You may find 
Itcdlfffcult to getT:hese services because some doctors, dentists, audlol- 
oglsts, and other medical professionals are reluctant to work wl^h handicapped 
children. You may'fln4 yourself contacting everyone you can think of to get 
someone to fix your child's brbken wheelchair, walker or other special de-* 
V>dces, " ^ . 

special help* is Available to you and your child' to help overcome the 
obstacles you faqe dally In trying to keep your child (lealtHy. ' Many organ- 
izations and persons can help you. This section advises you where to find 
the medical ,v dental, 'and other health professionals that your child needs. 
It also suggests, what you c#n do at hdme to supplement the treatment and 
training your child , Receives from health care professionals. 

Medical Services 

If you are new to Lake County and need or want to switch family 
doctors, yoxx may have a hard time locating a family doctor or pediatrician « 
to handle your child's illnesses and regular check-ups. * Doctors do not ad-' 
verti§e their services except in the yellow pages of your local telephone 
directory and through the Physician Referral Service of the Lake County Medi- 
cal Society, located at 226 Genesee Street, Waukegan, phone: 662-7766. The 
yellow pages group doctors alphabetically and by specialty. The referral ser- . 
vice only names doctors In your area, that are in good standing with the Lake 
County Medical ^pclety. One good way to find out which doctors work with 
handicapped cU^:ldren Is to ask the nurse at your child's school, or to ask 
Othef parents in your child's school. If your child is not enrolled in school, 
contact the special education office of your local school district and ask for 
the telephone' numbers of the nurse and the president of the parents' organiz- 
ation. The schoQl nurse will giv# you the names of doctors whd^ work with 
children frotn th6 school. To get opinions on which doctors are the best, talk 
^o the president of the parents' organization and to the parents of other 
developmentally-disabled children. Talk to them at a parents' organization 
meeting, or get their telephone numbers and call them. Additionally, the Lake- 
McH^nry Regional Ptograip, the Low Incidence Cooperative Agrfement (LICA) Pro- 
gram of the*=*Northern Suburban Special Education District (NSSED) , and the 
Glenkirk 'Association for the Retarded sponsor parent-infant education programs 
for 0-3 and may prov;tde lists of doctprs who work with handicapped children. 

In addition to doctors in private practice, the Lake County Health 
Department has facilities for examination and treatment of illnesses and in- 
juries on an out-patient basip at the Belvidere Medical Building in Waukegan 
^and the Mldlakes Medical Building in Round Lake Park. A mobile van travels to 
townships in the ^^||MAy. The van Is staffed by a physician and other health 
professionals. FofPRif ormation on the clinic hours and other services of the 




ERIC 



■I 



.56. 

e County Health Department, consult the directory in the back of t^his 
mani(al,^ 

The six Lake County hospitals have emergency rooms staffed 
round'-the-clock by physicians. The hosf)ital8 are American International in 
Zlon; Condell Memorial, Saint Therese, and Victory Manorial in Waukegan; 
Highland Park Hospital; and Lake Forest Hospital-r^ seventh, pood Shepherd' 
is scheduled to, open in October, 1979, in Battington, 

• .To protect your child in emergencies requiring medical help, 
there is a means to iilert emergency workers to your child's medical problems, r 
allergies, or regular medication . Emergency medical^information cardrf, brace-- 
lets, and neck tag! list your child's medical probl^ems (for example, epilepsy, 



^ li 

cerebral palsy, recurring unconsciousness, or ^limited si^ 



ht 



mgrflcTries^aken regularly (for example, anticonvulsant drugs) 



autism, diabetes, 
and hearing), th^ 

wndtov dangerous ^illergies (such as reactions to penicillin, feathers or com- 
mon foods). Your iliild should wear and carry this information at all times.' 
Medl-Check InterT^(n.onal. Foundation, Inc • , at 26A0 Golf Road, Glenview, 
Illinois 60025, sells these medical information cards., bracelets and neck tags. 

Some children take medicine regularly to help relieve their medi- 
cal problems: For example, persona with epilepsy often take anti^-convulsant 
Srugs tCH help them remain free' from seizures. These drugs may cost hundreds 
of dollars each^^year. Buying in large quantities (within the limits imposed 
by federal and state laws) is one way to save money. 



The Epilepsy Foundation of AmeriVa runs a pharmacy service in 
its Chicago offices that buys drugs in largeVqufLt^tities and passes on the cost 
savings to their members. To take advantage of thii^ service you must be a 
member . ' 

Additionally, other non-profit and commercial organizations sell 
medications at reduced prices ^v^lso, f)rlces vary from place to place, so you 
might compare various retail' outlets in the community. 

Most medications have .9i(|^e ^de effects. If these side effects 
are not known, it may worry parents and their families. Patient Prescription 
Informatlou, Inc., sells Information sheets that pharmacists Include with each 
prescription they fill. One side of the Information sheet describes the drug, 
tells what it does, tells wliat you n^ed to know about* Its side effects , and 
explains under what conditions the drug should fee taken. The other side in- 
cludes general information relevant to any prescription. At this time, the 
information sheets'are available only through pharmacists participating in the 
program. Patient Prescription In'i'onnatlon, Inc., is planning a book of iWor-- 
mation sheets on all drugs. Yf your pharmacy has not heard^ pf this or similar 
service, encourage the store to take part for the benefit of all its clients. 
An example* of the information sheet on the antl-convulsant' drug , Dilantin 
(generic^ name, Phenytolrt Soc^lafil) f6llO\m' on the next page. 

trnwanted side effectJf can be caused n6t only by a sfnygle drug, 
hut by a combination of different drugs taken at the same time. If your child 
takes medicat;lon regular 1 y make your dentist, doctor, and pharmacist aware of 
all medications tl^mtyour child is taking before they pr^esctibe more. Also, ask 
if there ore any non-prescription drugs (such as aspirin or cold remedy^ drugs) 
that'^could be harmful If taken with your child's regular medication. j 
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PHFNYTOIN ioHium 





HOW TO TAKf 



TiMiji nwdiution WW ,ltotf nvy r«dMC« any 

•'^'"^'*^^'''-""inri- iiTii ii Will I jj 



with permission of Patiertt Prescription Information, Inc., Chicago, IL. 
Dental Services 

♦ 

Dental health problems frequently occur in children with handi- 
capping conditions. Dental problems can be caused by the disability, its 
treatment, nbrmal "wear and tear", or other reasons. Missing teeth, 'mal- 
occlusion (drooked teeth), underdeveloped, pitted, or irregular enamel (enamel 
hypoplasia), periodontal (gum) disease, and grinding of teeth (bruxism) are 
a few examples of dental problems caus|d by disabilities. Drug therapy can 
also effect your child's mouth. Dilanfin^an anti-convulsant drug used to help 
control seizures, may cause the gums to^ow abnormally over the teeth (gingival 
hyperplasia) and to Interfere with chex^ing. Prolonged use of some drugs (suGh 
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as tetracycline, a^n antibiotic) can cause stains ort both prim&ry artti pcrmaneftt 
teefch. Immunosuppressive djcugs used with blood disorders! can cause soxes In 
the mouth* tranquilizers And barbituates can cause a reduction in the flow 
of saliva. This makes teeth more susce{)tible to decay. *The dentist/ should 
know about al^. drugs your child i? taking in-order to provide the best treat- 
ment for such side effects. 

i 

Apart from these special dental problems, most handicapped 
children's oral problems are caused by.the^samje diseases that damage anyone !s 
teeth: tooth decay and perioddYital (gum) disease. This happens when teetl% 
are not pleaned and cared for every day. Thfll damage" and the resulting dis- 
comfort can be prevented almost completely with good home and prof esarional 
care. » 

There are three general causes of dental problems: /laque, suf}- 
ceptlbllity to decay and. sugar. Plaque is a sticky, colorless film of hann--^ 
ful bacteria that forms constantly on teeth. If not removed at least once 
dally with brushing and flossing (a process using thin, specially coated string 

to clean between teeth), plaque build-up can cause tooth decay and gum disease. 

ft 

Plaque removal Is one of the best ways to control tooth decay and periodontal 
(gum) disease. Thorough brushing at least. once a day with a sOft bristled 
brush does the job best. Flossing, if at all possible , improved the cleaning 
process. Youfr dentist or school nurse can teach you the proper techniques 
for brushing and flossing. 

Some people's teeth are more susceptible to decay than others. 
Fluoride can make teeth less susceptible. Fluoride can be applied in the 
dentist*s office, used at home (in fluoride mouth rinses, tflrt)lets, and fluoride, 
toothpastes), and consumed in drlnklng'f water fluoridated by some municipal 
water suppliers. Consult your dentist concerning the best approach for your 
child. . > 

Sugar Is another major cause of tooth decay. The more often 
you eat sugar and the longer it stays in your mouth, the more harm it can do. 
To prevent decay from starting, avoid sWeet snacks (Includlrtg dried fruits 
like raisins). But if sweets are to be served, include them with the meals . 
so that sugar will not coat the teeth. 

It may be difficult or even impossible to teach your child to 
brush without help from one or several persons. Several organizations pub- 
lish pamphlets that suggest how to adapt tfcothbrushes fqr use by the handi- 
capped and how parents and others can hold their children to clean teeth 
effectively. Write to the American Dental Association, 211 Ea^t Chicago 
Avenue, Chicago, Illinois 60611, for a free booklet called Caring. The ^ 
National Raster Seal Society for Crippled Children and Adults, 2023 West Ogden 
Avenue, Chicago, Illinois, 60612, s^ll s Tot^thbrusliing and Flossing: A Manual 
of Home Dental Cate for Persons Who are Handicapped for $1.50. The, National 
foundation of Dentistry for the Handicapped, 1726 Champa Street Suite A22, 
Denver, Colorado 80202, sells Home Dental Care for the Handicapped Child for 
$1.50. Your dentist or denta* hyglenist can also give you tips on how to adapt 
toothbrushing and flossing to your qhild's disability. 

• For professional dental work, you may have trouble finding 
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dentists who will wotk with .your qhild becatise of the specific disability* 
The nurse at the special education school probably knows the dentists who 
work with handicapped children*" If not, the Academy of Dentistry for thcj 
Handicapped, 1726 Champ^a Street Suite 422, Denver, Colprado 80202, has a 
directory which lists mJBpibers of the Academ>^ who o^^ill adcept" handicapped 
people for clients. ' ' 



In addition to private pi^actice, several teaching hospitals 
with dental schools sponsor special clinics for handicapped people. At 
these clinics, the children receive screening, treatment and preventive 
services. The first visit involves a scr^^giing process to determine if 
the child' can be managed in a dental chair or needs to have dental work done 
under a general anesthesia. If it is possible, dental x-rays and a mouth 
examination are done to detect caries (cavities) or other dental problems.. 
The majority of cases '^re handled in the derttal tihair , which is much cheaper 
than having the dental work doyie in ^he operating xoom under a general 
anesthesia. At this first visit, the dentist will explain tlie child's den- 
tal problems to you and will tell you the best jnethod of treatment. If 
general aneathesia is needed for the dental work, the dentist may schedule 
ari overnight stay for the child, or the child may be rele,ased the same day. 

An Important service offered by the clinics is the prevention 
program. Patients make appointments to learn how to take care of their 
teeth* Parents are encouraged to participate and learn the proper methods 
and diets that are appropriate for good tooth care. Diet counseling and 
fluoride supplements are recommended to children whose diets lack the nec- 
essary vitamins and other foods that help keep^ teeth strong. Illinois 
Masonic Hosp:^al conducts screening services at school's for handicapped 
children upon the request of the school district- 



Vision . ' 

Vision screening is a service that is usually\)f fared each 
year by the school your child attends. If the school does not offer it, con-- 
tact the Lake County Public Health Department which cfffers free vision 
screening as part of the Nursing Services program! If it is determined that 
your child may have vision problems, contact vision specialists. Ask school 
nurses to recdiwnend some. 

The optometrist examines eyes for defects and faults of vision. 
The optometrist can prescribe' correct ive lenses and exercises, but cannot 
prescribe drugs for allergies or infections. Optometrists are listed In the 
yellow pages of the telephone book under "Optometrists".. 

The. ophthalmologist is a physician who specializes in the study 
and treatment of defects and diseases of the eye. Ophthalmologists can offer 
more complete Examinations of the eyes than optometrists, but charge more. 
Ophthalmologists are listed in the yellow pages of the phone book under 
"Phy s Ic ians-Opht halmo log is t s . 

Prescriptions for eyeglasses or contacts are filled, by the 
optician, a maker or dealer ih optical items and Instruments who grinds 
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eyeglasses to prescription. Opticia^^ns are not trained fcp examine eyes, but 
can fit your child with frames and lens^es. Most optometVipts of f er tJpt ician 
servicles as part of their business, whil^ ophthalmologists usually do not* 

Communication DisQ^rders ^ 

Children with developmental disabilities often are delayed in 
learning to speak. Their mental and motor development may be slower than 
their physical growth, so they may not speak at. the expected 4ges. This is 
sometimes complicated by physical disabilities that -make it difficult or Im- 
possible for the child to form the correct sounds. 

< 

But having speech problems does not mean that a child cannot 
communicate. Communication involves other senses, too. People use their 
eyes, ears and other^arts of their bodies to give and receive information. 

Parents notice that children are behin^^in language development 
when their children do not reach certain levels of development by a certain 
age,. Here is a simple guideline: If a child has^ot started to talk by the 
second birthday, it is time to look into the problem. By the third birthday 
much valuable time has been lost. To judge whether a thild is delayed in 
language development, speech and language clinicians have developed check- 
lists with the age ranges appropriate for various levels of language develop-- 
ment. A good book that contains such a checklist and techniques for, teaching 
your child to communicate Is Your Developmental|Ly,^ R^arded Child Can Communi- 
cater A Guide for; Parents ahd Teachers in Speech^ Language and Non-Verbal 
Communication, by/ Julia Molloy and Arlene Matkin. 

~ »^ ' ■ • , •/ 

If your child is behind in learning to talk, do not rush to ^ I 
someone who claims to work wonders or guarantees speech in just a few lessons./ 
Go to a clinic where more than on? person ^ill study your </hild. The Lake-- / 
McHenry Regional Program is a good place to start if your child is less than 
three years old. Also, the diagnostic clinics mentioned in the Diagnosis and 
Assessment section of Chapter I oft^n have special clinics for communication/ 
disorders* Northwestern University in Kvanston, Illinois, has a fclinic that^ 
Bpeciallzes in the diagnqjsis and treatment of communication disorders. 

Two important parts of communication are speech and languag^. 
Sp^eech ifj the production of sounds put together in such a way that a cerytaia 
meaning is intended to be understood by another person. Language is a/system 
for putting together meaningful sounds and movements, plus hearing and 'under-- 
standing sounds and movements; it is the entire give-and-take of exchanging 
ideas by meaningful sounds, movements and gestures. 

•-In speech and language therapy your child will learn important 
comnyunlcat ion skills. Communication is a social skill which your child can 
only leajn through interaction with others. Your child may only spend a few 
hours each' week with a speech and language therapist, so it helps if you 
rlinforce the child with lots of communication at home. By working with 
techhlques learned from the speech and language clinician you can ensure con- 
sistency in what your child is learning. 
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Verbal and Non-Vl^rbal Communication 

^ Children with communication problms can- be classified as 

verbal afld non-verbal* Verbal children can talk; .non-verbal children 
cannot. Strategies for teaching vary, but children must first learn re- 
ceptive language before they learn expressive language. Receptive language 
is a process progressing from learning to listen to attention-compelling 
stimulations (for (^dmple calling out a child name and the child re- 
sponding with attention of'sOme sort) through listeciing and reacting to sound 
(such adt marching or clapping to music) to listening' and responding to sound 
(for example, learning to react to th6 commands "Stop," ''l^ait," '*Hot," "Look,'\ 
and '*Come here."). After the children have' a grasp on receptive langyag^ they 
can learn forms of expressive language* - r ^ 

Non-verbal children have manj^ different vays of 'Communicating 
with others. A useful form of communication for non-verbal children (and 
children who make sounds which cannot be understood) is total communication. / 
In total communication the therapists use speaking and manual signa, gestures, . 
and finger spelling simultaneously. A handicapped child who learns total 
communication mlky acquire a means of communication at the earliest possible 
age. The therapists build on whatever abilities the child has to help the 
child commu'nicate. The* eventual goal with all children Is good, usable speech. „ 

4 ■ \ . ^■ 

Alternate Methods of Communication ^ ' ^ 

.The alternative' communication methods described below start with 
simpler ones'" used with children who have very little expressive language, and 
advance to more complex ones used with children h^viiig .better exptessive skills. 
At each of these* levels, you can help your child achieve better communication 
skills by practicing communication whenever you can find time.'f Make practice 
a regular part of mealtime, playtime and going about hou sehdld J chores . 

One method is called .picture Communication. TheSchildren have 
certain recognizable pictures that are put together on a pamphlet or board 
and carried with them at all times. VHifen they wish to coramjinidate an Iflea or 
a need they point to the appropriate picture (such as a picturei of a drinking 
glass when they want something to drink), i. 
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Another method that is more easily understood by 
regular contact with non -verbal children are Bliss sjrmbols. Blf: 
a system of lines and dots combined in a certain fShrm to staijd If or a word. 
Bliss symbolis are paired with t^ieir written word and put on pai^phlets or boards 
and carried with the child at all times. Childii'en point to th^ Bliss symbol 
to communicate to the peraeri •'llstenlj|^** the word written. undetneath the symbol, 
With good "^teaching and practice some non-verbal children can use over 300 
Bliss symbols to communicate. 



Sign language is yet another method for communication by the 
non-verbai^ children. Sign langauge is the use of gestures, which can communi- 
cate one word or a whol^ sentence, and finger spelling, using fingers to spell 
words. A non-verbal child can have a very large ^vocabulary of slgn^used to ^ 
communicate with others. 

St; 



/ 



Often with non-verbal children a combination of signing and 
speech is used. The child may not say the word exactly right, but the com- 
bination of speech and (sign gets the (^orainunicatlon across to the other per- 
sonl An example is the, following diagram from the Glenkirk Association's 
My Terrif ic Just for Me^ Book , book for parents and interested persons to 
help teach non-verbal children sixty basic word signs, in total communication 
format. . i ^ 



Hi 




With permission of the Glenkixk Press, Glenkirk -Association for the 
Retarded, Nor'thbrook, Illinois. 
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^ ^ Helping Yout Child to Better Speech 

For the vtfrbalvchlldj word ^; are said Imhundred.s of-comblna-. 
< tlpns that are made up not only of word-^eQunds, but also of_melody, pitch, \ 
Volume, and rhythnv. Speech la gocJd and plaariant when all ,th*se "^thlhgs work 
well together and convey an idda, ^ 

' ♦ . . • ' ' , .» • 

s When children -are unable to say the sounds and syllables^^s \ ... 
they should be |0pLd, they have an articulatiott problem. With an attlculatlbn 
problem sgund^ are left out (omission errors) , ar^ formed poorly (dlatortlon, 
^ ^ ^errors), or on^ sound is made instead of ^mother (substitution errors) .4. ^ Only 
/one oy two sounds may be affected or there may be so many articvulat ion errors 
that the child 's speech cannot be understood.. 

. ' . . . • . ^ ^ ' ^ • : * • ■ 

If the words are mcyxotonous, and have n^ variety or are apokep 
in tones too high, too sharp> tog husky,' too hoarse, too nasal, or too ^sof t, * 
it is called* a voite problem. Usuallyr these and other slmirar v»lce pATpblepiS | 
are not as serious because children's voices change as they, grow older*^ 

If the words coiAe out jerkily Instead of ^smoothly. It is called 
* a rhythm problem. All children hesitate and repeat when ^speaking , some more -^ 

than others. Usually, as they grow up, they speak more, and more smoothly* 
Simple hesitating and repeating are not in themselves serious. When the prob-- 
lem is so»severe ,that»*iPt interferesi with your child .using speech without a 
. great deal of effort, as in stuttering, then the child should ^be examined by 

a speech and language therapist. * 

With all language and speech problems the first goal of therapy 
. is to get the child to exchange idQ^is either verbally or non-vero^jlly . Once 
the child can exchange ideas , then 'the speech problems can be worked on. 

Here are a few general suggestions to help your child to better' 
speech. Let speech be fun. ' Let the child know that you like to talk with*^ 
him or her. What your child says is less important than that he or she en- 
joys both talking and listening. Play^games with soijpds and w[Ords. Tell 
stories and read aloud. Build up feelings of success about speech* Tfo not 
H ^ try to correct every error in grammar. Bn time the child will correct him- 

self or herself if you set a good example. I 

^ Speech and language therapy 1ft offered through the schools. 

Should you desire therapy outside the school, the Easter Seal Society, as 
▼%?ell as speech and hearing clinics and clinicians in private practice can 

Hear insr 1^r obi ems ^ 
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For ^iHldren with hearing problems the Lake-McHenry Regional 
Program has audlologlcal testing equipment for disabled person^ under twenty- 
one. The Illinois Institute for Developmental Disabillities at 16A0 West 
Roosevelt Road, Chicago, Illinois 6060fif, has free audio logical testing for 
the developmentally dlsabp.ed over twenty-one. Should your child, have a heai'lng 
aid equipment can be serviced at the centers listed tn the phone book yeliow 



pages under- '^Hearing Aid8^^ .For recqunftendationst of dealers and service 
rdpalr ceflt^rs ^ask the school speech and language therapist 6r th^schpol 



nurse. 



' ' ' Recommended f or Fur t her r Read ing 

Mollt)y^ Julia S. and Arletie Mat kin.; Your Developmentally Retarded Child Can ' 
1975, Communicate; A Gu.jjde for Parents and' Teachers in ^Speech» 
• , ^ Language, and t^^jnverbal Commuhicatjon T New York: John Day. 

Book is orgauize4 to progress from the basic principles of 
. *, speech and other means of communication to specific st^ps, 

, detailed and understand^b^Le, stressing jgfhort , practical 
' methods^ which can ^ting definij^e and observable improvements. 

Newcomb, Joyce R. and. Carol R. Heltman (lllus.). Terrific Just for Me Book. 

1977 ^ Glenview, Illino'i^; Glenkirk .Pi;^e9S. ♦ ^ ' 

\ " Utilizes total communication .concept*^ to present sixty words » 

N ' 4 . selected from a list of word^3 children consistently use first.. 

■ . ' T^achjBrs and parents can become familiar with the sign and 

■ * help *teach the child^prfT: Looseleaf formaf allows insertion 

. , * ' of more signs as tKe Child Ifearns more. 

Fbr more Informatian on Speech and Language write to : . 

The American Speech and' Hearing .AssoCiat j|on (ASHA) ' 
9030. Old Georgetown Road 
\ ^ Washington, 

Special fiquipiaent Repair 

^ Xf your* child . uses- special' e^Juipment (such as vZ&lkers, wheel^ 
cfiairs,\, or leg brace^) ^ maintaining thati equipment in good repair and getting 
all the necessary pArta;vhen thd^^^vear out can be difficult . . T^f your child 
is enrolled in a spfeciil education school, the \herapy Staff (including the 
physical and occupational therapists, and th6 maintenance person) may be 
equipped tO' handle breakdowns. Sinc^ tjie' staff works with large nt^bers of 
children usir^g special equlptjient, staff membe)rs regularly have contact with 
companies tjdttt;.. maiuifacture a^^d distrlbiVte the equipmen^t. Parents bf children 
who aire not in the public schools' special education classes, however, find 
it difficult to find apiydVxe who ia knowledgeable and. willing to fix the 
equ^ipmerit . One suggestion: Contact the' special educat^ion district and ask . - 
for the names of the ^physical. aYid occupational therapists that the district 
employs. .Ca^ tl\e therapists add ask if they wbuljj.,^. for ;an agreed fee, fix * 
► your child's equipment oti a regular-basis. If they cannot, -ask th\em tb recom- 
^en4 . som^iohe whom think may be aWLe tojielp. Three pldces to call are 

the tehablliriatidn depart^htfp^s of ^»hospltals, lon^-t^rm care^f acil itics listed 
ii\ the ba.ck of this manudlT a^^d cbi^panles^ that manufactujre the special equip- 
n>ent. Manufacturers mlay be able * td ^recommetjd repairmen.'* 
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fhe caurse of many problems associated with developmental dis- 
abilities is poor nutrition. Physical complications associated with the dis- 
ability, and medication regularly taken to contuol symptoms of the disability, 
cause problems with eating which in turn cailse poor nutrition. Many techniqaes 
have been developed for parents ' to use witb their children at home. The 
techniques range from the adjustment of utensils* to suit the abilities of the 
child to the appropriate timing of medication and.meals. Each disability has 
eating problems associated vith it, found in one or more of f'^ur areas: in,- 
ability to suck, chew, and swallow; inability to *grasp/poor hand coordination; 
Weight control; afid lack of proper nutritional iuf ormatipri "f or pareuts. 

The information find techniques discussed below are only examples 
of ^jossible solutions to eating pifoblems' l.n; the developmentally disabled. To 
get more information for specific techniques for^up child, the physical and 
occupational therapists, the A^rse and the teachi^r at your child's school can 
be helpful. If your child is not enrolled, the Lake-McHenry Regional PrograiJ, 
the Glenkirk Association, for the Retarded *s 0-3 Program, and the Low Incidence 
Cooperative Agreement (LICA) Progtam of the Northern^ Suburban Special Education 
District (NSSED) could put you in touch with ptof essionals who may be able 't;o 
help. Of course, your doctor and nutritionist can help* 

Suckingy^ Chewing and Swallowing 

^ The* inability to suck, chew, swallow or eat solid foods* is 

associated with manjj, disabilities . Some 'examples are as follows. Dowt)'s 
Syndrome children have a general delay in their rate of growth which Recounts 
for the delayed apjiearance 6f oral ;ref lexes , such as sucking. \\Tien teeth start 
to come in they are4often not aligned well (malocclusion) making chewing dif- 
ficult for both Do\TO*s Syndrome children and cerebral palsied children. Un- . 
coordination of lips, tongue and throat muscles make eating very difficult fOr 
some Qerebral palsied children. Dilantin, taken by some epileptic children, 
.causes gums to swell and become spongy and tender, making chewing painful, 
fearly in life autiistic ehildren may show an^^ extreme intolerance to solid foods, 
with severe gagging and refusal to chew or ^sw^low "junior" foods.' 

If yOuf child sucks weakly, yoti can develop a stronger sucking 
motiqt)'. Sweet cold substances are most helpful in stimulating the sucking 
response. O£fer.cold watet sweetened with honey; dip« a Q-tip in fruit and theb 
ni^^the gUm3 and tongue with it, or place honey 'or pureed fruit on a pacifier* 
Children^dif f er ^ so experiment to find out what kind, of nipple suits them. 
As the child lea«^ns to suck better replace the nipples x>;ith smaller-holed ones 
so tliat sucking will become strongier. ' Be sure to cuddle and talk Co yout 
child. . ■ ' ^' 

• ✓ 

If your child has trouble Swallowing^ you can help teach the 
proper swallowing motion. As your child learns to suck better, the swallowing 
usually ijuproves. Difficulty in swallowing Is often caused by the position 
of the tongue '^nd %he use of the tongue. Your child should take foqd ofi>-f a 
spoon with the upper lip and ^should close the mouth to swallow. Tilting the. 
hedd Jback^f.may seem to help temporarily, hut; your child will not learn to use- 
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the tongue to force food back towards the throat. To-help'ydur child swallow, 
gently stroke thte throat upward under the chin or stroke Xhe side of the face 
from the ear forward to the corner of the mouth* ' 

You can do many things to help your child leatn to chew.^ Your 
child is ready to chew when he or she c^ft move the tongue and has the main 
teeth* But the Absence of teeth should not prevent an attempt at chewing 
such foods as crackers, cooked, chopped vegetables or cooked potat% Vfhen 
your child has the primary teeth, place a small piece of food between the baek 
te^tth and move the lower jaw up aijd down. Show your child how you chew, and 
use a mtftor so the child can see how he or she chews • Ptace the food on al- 
ternate sides of the mouth ^o the child becomes accustomed to chewing on both 
sides. Give your child bite size pieces of food to start. Introduce lumpy 
foods gradually. . It will* be harder for an older child who has eaten only 
pureed foods to learn to chew than if exercises are begun with the child at 
an early age. * • ^ 

Help your child become aware of the mouth, tongue, and teeth. 
Look in the mirror with your child atid identify parts of the mouth by playing 
games and pointing. Do exerc ises , with mouth and tongue in front of the mi|jror 
(for example, yawning^, kiss ing ,..and^ blowing) . Tea^ch your child to mov(e the 
tongue to touch the upper lips, lower lipj^'and the corners of t]ie mouth. 
Placing peanut butter ^r hpney at these pointe will reward your child when 
using thp right movements. V/ork on tHis Either at the beginning of meals or 
during special snacks. 

Due to paJLnful gums, some childre.n find it hard to prpgrbs^ to 
solid foods. Puree?! foods or strained foods may be necessary at first, but 
change to coarser foods as soon as possible. A^younger child seems to accept 
these hew and strange lumps better than an older child'. I'Jhfn your child can 
control the throat, tongue and mouth muscle's, add chfjpped foods and later solid 
foods. . If the change is gradual your child will become accustomed to the 
coarser textures, and with practice will leq^rn how to handle these foods. To 
add more fextured . foods to the diet use ifiorfe pulpy drinks such as orange or 
tomato jui(fe. Add. chopped fruit and vegetable^' to pureed ^foods . Add bits of 
crackers ^and fruit to soups and cereals. " 

Good dental care will keep'* teeth strong and may ellminatje gum 
swelling at^d pain that makes cheWing, sucking or , swallowing difficult. In 
addition to toothbrushing and flossing described in this manual ^ s- sect ion on 
Dental Services, you can prevent dental decay by avoiding an excess of foods 
containJjUg starch and sugar, ^iich as candy, soft drinks, pastries, cookies, 
And sugar caated cereals* If you do serve sweets, do so with the meal. These 
food^ stick between the /teeth 9r cling to.the'tobth surfaces where they are 
rapidly turnejl into destruct ive' ac id by bacteria in the mouth. If served with 
a meal, other foods will help dislodge sugar, from between the teeth. 

Grasping and Hand CoordiOatlon ^ , 

The inability to grasp andT 'poor hat<d - to-mou fh 'coord inat ion* are 
associated with many disabilities. Children Wi^h -cerebral palsy of tea find 
selfrfeeding to be cliff Icult . If they are athetoid, the excessive movefhentH 
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during eating can cause a great deal 'of food spillage. If the child is 
spastic or ataxic; tjovement is o|ten restricted or limited in the arms 
making s^lf -feeding difficult. Other children who ^ have motor problems, 
but^are not as severely afflicted, find hand--to-mouth motions very 
frustrating. 



V^ort if the 



Your child will learn to eab with less y^ffort if the eating ' 
•utensils are suitable. Instructions for making or improvising special uating 
equipment, should be obtained ftom your physician, occupational and physical 
therapists, nurse or nutr-ltionist . All adjustments to eating utensils should 
be done under their supervision. For example, spoons, forks, IcniVes, arid 
cups may^need' to be bu^lt up with foam curlers or bicycle handles which, can 
be 'held more easily. Long-handled cups are* helpful because the entire fist 
can be used for grasping. Richer coated sp^ns may bemused if your chfm 
bites the spoon. Plastic dishes are practical and economical since thfty do 
not break easily. A plate with buiXt-up sides can be used to help push food 
onto the fork or spoon. 

En^mirage children to feed themselveg as soon as they show a 
desire to help, themselves . Work toward independent etfting. Start by helping 
children to grasp spoons and cups and to bring food to the mouth. As they 
learn the movements, help them less. If the^ abilities to grasp or reach seem 
weak and uncoordinated think of act3Avities at non-meal times to strengthen 
^ and Improve coordination. Some examples are^ouring sand, playing with a ball, 
using push-pull toys, and playing in water with a bucket, spoon, and cup. 



Wei^^ Control 

Weight problems are related to certain disabilities. Down's 
Syndrome children have lower energy requirements than other children of a 
comparable age and they can therefore tend to become overweight. The caloric 
needs of a /^ild with spastic cerebral palsy, where muscles counteract one 
another making movement very limited, are very small. Being overweight is 
undesirable because it restricts movement which in turn makes the problem worse 
Movement is also limited for chiWren with ataxic cerej^ral palsy. They often 
have poor ^)alance, fall frequently and therefore do not move around much. 
Limited movement means that the child has less need for -food than others with 
greater mobility. 

If your child is overweight, you can help him or her to lose 
weight. Before starting any weight reduction diet, be sure your child has 
a miedical examination to be certain weight loss is advisable. To prevent 
your child from gaining too much weight, follow a food plan which provides 
foods from eaqh -pf the four basic food gtoups: vegetables and fruits, meat, 
, dairy products, and breads and cereals. ^ For snacks choose foods such as . 
fresh fruits, raw vegetables, nonfat milk, toast with low-calorie Jelly, or 
fruit Juice instead of soft dr inks , pAtat6 chips, and candy. Special diets 
^ are available from your doctor and njjtr it i'onidt . ^ * ' 

Proper exercise is important . Encourage your child to take 
part in activities that strengthen the body and improve skills. There ^re 
many games and, activities to do at . home. Special recreation district programs 
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offer many possibilities for other activities (see section of this manuai. 
on Recreation),. The recreation specialists at school or at your park dis- • 
trict may be able to give you advice on exercises that would be apprboriate 
for your child. - rr t- . 

, * ♦ 

'Come children have a tendency to be uticferweight . Athetoid 
cecebral palsy involves exaggerated involuntary movements of the arms and 
legs which makes the caloric need tor such a child almost twice that for 
.other children. Some children on medication find that they are not hungry 
or feel sick after taking their medicine, and dd not want to eat'; The re- 
sult is an inability to keep their, weight up. to normal. 

If your child is underweight; , there are many pays to help him 
or her gain weight. Protein foods are essential. Eggs, mea^:, poultry, fish, 
beans and milk are some pro.tein foods th^t can help increase your child's 
daily calorie intake and provide the nourishnient needed for better growth 
By increasing the number of mfeals each day from three to four or more, you ' 
may be 4ble to help you child gain weight. Offer snacks often but not "junk" 
food, Praise your child for good efforts to finish meals. A nutritioni-st 
or doctor will help plan a diet that will iijf:lude more .high calorie foods 
that will be beneficial to your chirld's growth. 

For children who seem to lose their appetite because of the 
medications that they take, serve the main meal either before the drugs ^ 
taken or whenever their effects, are expected to be the least. Ask the doctor 
who prescribed the drugs or the pharmacist about the most appropi;iate " timing 
for meals and medications. 



Proper Nutrition 

Lack of proper nutrition information also causes eating prob- 
lems for children with developmental d isab iliVies . .i*5^nts need to know more 
about P,ood diets, to prevent some developmental disabilities, plus correct 
nutritional advice for the whole family. ^ Two examples of special diets fol- • 
low, along with some suggest ions on- making meal time a plea^nt experience- * 
for your cl\ild. . ft 

An inborn error of metabolism makes children !iorn with 
phenylketonuria (PKU) unable 'to process certain foods which are essential to 
the child's mental and emotional growth. . There is a special diet thaC must 
be followed in order for the child to avoid the harmful effects of the dis- 
ability. Almost all children are tested for PKU at birth. If they are 
Identified as having PKU. they are put on the diet Ijmned iately and must ad- 
^here to it strictly. Testing shows that children may have to remain on- the 
diet for almost tv/elve years. ' ' > 

Another diet, ' Int rod ijpcd by I)r, r,en)nmln Feingold 'in 1973 , 
is an addltlves-free diet, a dle^ free from'such food additives as food'' . ' 
colorings, flavorings, and preservatives. It hap been credited wjth leaseninp 
hyperactivity In somo children. Since the introduction of Feingold's diet 
studies have been completed wlMch show that if a relationship exlst.s between 
diet and behavior (like Jiyperact Ivlty) , It is of relat ively minor Importance 
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or exists only within a small subpopulatlon of children. The Felngold 
Associations sponsor the diet and other Information, but It would be help- 
ful to consult others (such as your physician or nutritionist) to find out 
the latest information on this controversial diet* 

> ^ Good eating habits ^nd good eatimg ppsltlons are necessary 
to help make eat^lng enjoyable* Children usually imitate their parents, so 
set good examples* 

Thc^e may be days when your child does not feel like eating, ., 
or some foods ar^ not appealing. Respect your dhild's wishes as long as 
they do not seem excessive. Do not stand over your child to make sure that 
everything is eaten, because fussing over the child. may spoil your child 
with attention. Mealtime may become a time of pleading , 'begging » and 
, threatening. If you offer good food in a matter-of-fact way and maintain 
a pleasant relaxed atmosphere, botl^ of you will enjoy the meal. 

An unpleasant experience, such as choking or gagging, may 
cau6e a child to dislike or refuse^to eat a particular food. For the s^e 
reason, unfamiliar foods may be feared or rejected. Many thildr^en need to 
be encouraged to accept new foods or they will Qontiuue to eat only those 
foods which are f^yailllar and easily swallowed. 

To introduce new foo4, serve a small amount along with a 
favorite^ food. Do not introduce more than one unfamiliar food at a time* 
Gradually, your child should begin to apcept and 'to Itke a Xfo^ied diet* 

A plate heaped with more fodd th^n you^ child can possibly eat • 
is likely to spoil the appetite for the entire medl. <;ive small servings at 
first and encourage ^oy-r child to ask for second helpings* 

The information^ presented here on nutrition is only a beginning* 
To make sure that your ^hild is getting the best nutrition possible f«r 
maximum devej-opment and good health, you should ask for adv^ice from your doc- 
tor or nutritionist* Al^b, consult the nurse, physical Snd occupational 
therapists, or a^teacher at your child^s school. Other organizations, such 
.as the Women-Inf ants-Children (WIG program discussed in this manual's Planning 
Section) aud Expanded Food and Nutrition Education Program (EFNEP) run by the 
Lake Gounty Cooperative Extension Service 102 South Sheridan Road, Waukegan, 
phone: 662-A992, offer meal planning information for the whole family. 



Recommended for Further Reading 
. . - ) . 

Piji>es, Peggy L. Nu^tritiou in Infancy, and Childhood . Saint Louis, Missouri: 
1977 C.V. Moaby. 

Written for health science students, this book includes 
theoretic nutrition information as well as factors that 
> must be^considered when dietary irtt^kes of children, from 

\ * infancy through adolescence, a.re being evaluated. The 

" ^ ■ " last two chapters deal with nutrition and feeding of child- 

\ ren with developmental delays and with behavior management 

\ of feedi^ng. 
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FIFTY EXCUSES FOR A CLOSED MIND 



1. We tried that before. , 26. 

2. Our place is dlffererit ... 27. 

3. It costs too inach. ' ' 28. 

4. That's beyond our respon^ibdlity , , 29,., 
D. We're all too busy to do that. 30. 

6. That's not my Job. > 31. 

7. It's too radical d change, - 32. 

8. We don't have the time. ^ ' 33. 
9;. Not enough h^lp. - 34. 

XQ .^..That will 'obsolete our equipment:. 35 . 

11. » Our organization is too small. 36. 

12. Not practical for busy people. 37. 
IS.'' The students will never buy It. 38. 
lA. .Jie'vft ntver done It before. • 39. 
15* It's against school policy, AO, 
16i. Runs up our overjiead. • Al, 

We don't have the authority. A2, 

That's too ivory tower. A3. 

We did all right without it. AA. 

That*s what to expect from staff. A5. 

It's never been tried T)efore . A6. 

Let's form a committee. A7. 

Has anyone else- tried It? A8. 

I don't see the connection. A9; 

It won't work, 50. 
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18| 
19 1 
204 

21.; 

22.1 
23.': 
2A. 
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Let's get haclc to rieallty. 

That's not dUr ..problem. 

Why?. It's 8 tlU working today. 

I don'f like the Idea, 

You're right - but • — • 

You're two yeatftf ahead* 

We're not ready for that* 

We dfn't have equipment dr room. 

We doalt have personnel. 

li lisn't In the budget. 

Can't teach an old dog new tricks, 

Good thought but Impractical. 

Let's hold It In abeyance. 

Let's give It more thought. 

Put It ^.n writing. 

They'll laugh at us. 

Not that^-ag^ln. 

Where'd you dig that one up? 

What you're really saying Is..^ 

In your department, yes, mine, no, 

Let ',8 all sleep on It. 

I kdiOW a fellow who tried It. 

Too much trouble to change/ 

We've always done It this way. 

It's Imposslbr?; ^ 



Family Counseling 
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^ When a baby la expected, the family la usually excited. Parents 
think of names, tell friends » get a room ready, and do other things to ex- 
press their Joy, ^ Some parents, wanting to learn more about jbables, read books 
(like Benjamin Spock^s Baby and Child Care) or seek other llformatlon* But 
no i^atter how much parents want the baby; or how much they^ nave read, there 
are some things they are not prepared for. Knowing that battles cry ls«not 
the same as having to stay up all night with a crying baby, the arrival of 
a baby changes the parents^ lifestyles; even a trjLp to the grocery store can 
become troublesome If the baby has to be brought along. The baby might also 
affecb relationships within the family. For Instance, a husband or other 
children might become jealous o^ all the attention the baby receives. There 
are more little things that parents do not find out until the baby Is acutally 
born. These little things bring a degree of harshness Into the ^nderful 
world the parents expected. Of course, this does ndt mean that they love the 
baby less. 

If you consider how much frustration average parents feel when 
their cherished dream has to be given up, then the negative reactions of parents 
of* a child with developmental disabilities aire understandable. Besides dealing 
with unexpected things that, all parei^ts encounter, they have to cope with 
special considerations, too. It Is hard for parents of a new-born child with 
developmental disabilities to carry outeveryday activities like going to work 
And taking care of the house when they ajre so emotionally confused thap It Is 
difficult to function, ^ 



tha^ 



Every partMit has Individual reactions, but there ^re some common 
responses, too. Ken Moses, a North Shorn psychologist, says most parents go 
through five states In the grieving process. The first state Is DENIAL, In 
this state 'parents, who knew nothing about the disability before the child was 
born, refuse* to accept Its Impact or Irreversibility, Education helps parents 
to understand; as they get more Information from doctors atld oth^r parents 

about their situation, they will probably come to accept It more, ^ 

<. ■ « 

The second state Is GUILT'il Parents might wonder If the dis- 
ability Is a punishment for something they haVe done In the past. Sometimes 
they think the disability was caused by something they did or something that 
happened to them. They may ask a doctor for a medical explanation. If their 
questions are spiritual, they may consult a clergyman. Itt fact, the Waukegan - 
Developmental Center Includes a chaplain on Its staff, ^ 

* In the t^hlrd stape, DEPRESSION, parents are punishing themselves. 
They are unable to admit that they are basically good people, trying their 
best to help their child. Parents might take out their f rustratlons ^n them- 
selves, through overeating, drinking or relying on medication such as pre- , 
script ion drugs, - - 

ANGER is the fourth state. Scapegoat Ing can occur, where frus- 
► tratlons arfe taken out on ian Innocent person, such as a husband, wife or child^* 

• J 
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Harming another or oneself, or even being afraid of hurting someone, is not 
uncommon, and it occurs in families without developnentally disabled child- 
ren, too. In the Chicago area there is a Parental Stress Service hotline 
(312-A63-0390) , that you can call 24 hours a day. They will' listen if you 
want to talk, and if >you need further assistance they can. refer you to other 
sources. You should not be ashamed to admit that fou are upset; anger hap- 
pens to everyone at times, and stored anger ig more harmful than frustrations 
that are slowly released. , V 

. . The fifth and f±na] state is BARGAINING. Parents still re- 

tain a hope that if , they make' more sacrifices (fot example moretlme, more 
money) the disability will be removed. 

The grieving process ends when parents replace their fantasies 
with realistic hopes and Expectations. They accept the child as a person and 
want to help the child achieve the highest potential possible, whatever it 
may be. • ^ 

V . ^' ' ■ 

This is an exhausting process for parents to go through. It 
isf a lot easier for parents who have support* Support can simply be a good 
friend's shoulder to lean on or an ear to listen. , 

If you are going through a grieving process, good friends can 
help you get your strength bapk in the short run. But, because they do not 
have developmental ly disable^ children themselves, you may feel they cannot 
fully understand what you , are going through. That is why you may want to 
join a parents* group associated with your child *s school. Parents of older 
developmentally disabled - children have had many of th« experiences you are 
encountering, so they can qoach you through them. They try to answ'er ques« 
tions you may have about everyday life, like where to find a baby-sitter, or 
questions about your own behavior toward your child. Sometimes you may won- 
der, for example, if anyone elge besides yoi^gets upset at small disasters, 
such as milk spilling. Parents who have coped with the situation longer 
than you, will reassure you that becoming angry does happen. 

However, your concerns might deal with things other than get- 
ting through everji day. You may be planning the future of your child, and 
looking at educational and residential choices. You may wonder about the 
intelligence level and potential ability of the child. TJjdOs^re people in 
the school who can help you with these concerns, like a teacher, nurse or 
social worker. Besides having experience in working with tpiany developmentally 
disabled children and being informed about resources in the area, they per--^ 
sonally know your child. You might want to speak to them about some pf the 
hopes and frustrations you feel as well as discussing these concerns in parent 
groiips. 1 

School personnel vary in their willingness to speak with parents. 
Some. may consider it part of thetr job, while others maynf^harge a fee for 
prolonged individual consultation. Social workers are usually sources of in-- 
formation for future plans, and many run short worksh6ps for parents* groups, 
vln fact, one purpose of school personnel is to provide you with resources ♦ 
)^y decisions that y6u make should be yours alone, based lt>^art on what they 
have told you. Do not let them pressure you Into making a decision because 
of an opinion they may express. 



UTiile it is important to stay in contact with you child's 
school, you may prefer to speak about your feelings with professional 
counselors. The advantage of consulting professional counselors is that 
you see them only during your appointmen^ts ; you do not socialize with them 
as you might with parents of other developmentally disabled children, and,, 
you do not see them when you pick up the child from school. The relation- 
.ship endjS when you leave the office (or when they leave your home) and you 
know they will not talk about you with outsiders. 

There ard! a few things to keep in mind if you are considering 
speaking to a professional counselor^ First, there may be a fee. The range 
is anywhere from no charge to $50 per session. Some places charge a p^ 
session rate, while others charge by the week or for a group session meeting 
over several weeks. You should ask how much It will cost and how long it ^ 
will take when you make the appointment,. Another thing to remember is that 
Illinois lias no qualifying regulations for counselors. Anyone can call him- 
self or herself a family counselor. A good place to start with is with peo- 
ple x^ho have experience in helping situations, like clergymen, psychiatrists, 
nurses, and social workers, ^ho may offer their services. There are lists 
in the Yellow Pages of the Telephone Directory under '"Marriage and Family 
Counselors", "Psychologists'*', "Clinics", and similar titles. You may feel 

more confident asking- ^mii^/ family doctor or school! personnel for a reference. ' 

\ * / 

Vhen you m^ke the appointment , ask ^T)out fees and how long the 
session will ti^k^, but also ask what information you should bring. Ofteh 
the first sessibn\ is a ^'getting acquaittted" time, so you should prepare a 
family history ahd\at.tempt to put things you want to dis/liss into v;ords, like 
frustrations or fi4tUrV plans ^ Remember that you are al^ getting to know 
the counselor. If \yOu feel uncomfortable, you might wish to seek another. 
You are there for help; do not be afraid to interrupt or as-k questions. If 
you do not feel that the counselor Is responsive to your needs, '"then do Tidt 
waste your time or. money by continuing to consult him or her. 

It is ditflcUlt to tell exactly what will occur during the con- 
sultations. It depends part^ly on you and your needs, and partly on. the 
philosophy of t'he counselor I' \|It is very common for the counselor to request 
that the eatite family be present. Sometimes the counselor might want to - 
spend some extra time with the other children by themselves, if there are any, 
and sometimes with only one of -the parents. Gener^^fly, though, the counselor 
likes' to get some sen^e of the 'whole picture*'. Tn fact, sometimes sessions ^ 
might be held In your home instead of in the counselor's office. 

Each counselor takes a different approach in the therapy. When 
you think of therapy you may envi'^ion the stereotyped psychiatrist-and-couch 
type of consultation, ^and Indeed, that .somet lines does occur. More common is 
the conversation-like therapy wliere clients and coutjiselor sit in chairs facin- 
each-other. Sometimes the counselor may suggest that "^bu reenacfc a particular 
^scene. that disturbs you or that the husband pretend to take the wife's role 
and the wife take the husband's role; in a specific situation. 

The focus of therapy is \determined by tile counselor. Some coun- 
selors believe that you should work our Immediate everyday problems first, 
while others prefer -to work on improving tlie circumstances around your con- 
cerns. Still others may begin by concentrating on your past! 

if 



When you speak to a counselor, the two of you will probably 
draw up goals together* One goalnnlght be to get through every day by * 
undef standing the needs of, each family member • Another might be to make 
a decision about the placement of the child*," Yet another might be how to 
help the child reach full potential. In this last' case, you might be 
learning specific techniques (such as toilet-straining) to practice at >hdme\^^ 

' ■ Once you have begun to understand "your self from your work with 
the counselor, then you can begflx_,to make decisions about Hfhe future of your 
disabled child* After discussing realistic expectations you should have of 
the child, you can begin to plan your child ^s activities and education* If 
you decide to c^re for your child at home, you will have the information and 
resourced; to support you* If home care^ls planned, you might want to take 
advantage of the f llmstrips and other "how to" media offered by the national 
organizations concerned with developmental, dlsabiiltdes* Thejy are listed in 
the directory. You will probably find yourself becoming involved in some 
activity xlesigned to educate the public so that contounity attitudes are more 
accepting of persons with handicapping conditions. If your f it^al decision is 
to place the child in residential care, you will know that you have explored 
the options with the experts and chosen the best place ^or your^ child. 

Recommended for Further Reading 

Nolahd, Robert L. Counseling Parents of the Mentally Retarded . Springfield, 
' n970' Illinois: Charles C. Thomas* 

'A six-part book presenting information specifically directed^ 
at the counseling of parents of the mentally retarded* 
Section 1, articlea designed t^ provide an overall orientatipn; 
(2)' initial informing interview with parents; (3) group 
counseling; (4) family tasework and c}iild placement; (5) pas- 
^ troral counseling; (6) genetic counseling. 

Schrieber, Meyer, and Mary Feely. S iblings of the Retard ed. Available from 
the National Association fot Retarded Citizens, P.O. 3ox 6109, 
2709 Avenue F. East, Arlington, Texas 76011. 

Report on group sessions done with adolescent siblings of 

handicapped youngsters in* New York City* 
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Recreation ^ . 
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Few groups ha^e more leisure time than the developmentally 
disabled. Their free time has been forced upon them because of theli^ di^-. 
ability and lack of planned opportunities for both work and play. Leisure 
time is an important part of their lives, l^eafning how to plan and use 
leisure time effectively can mean the difference between a boring, seden- 
tary life and an active life of incr^iased fitness and sharpened artistic, 
recreational, and social skills. 



Family Activities ^ v . 

The hom^is the ideal place for learning to use leisure time 
effeAively. Through family recreational activities, the child with Jpvel- 
opmJ^ntal disabilities will learn the value of cQUstructive use of idKure 
time. The activities that the child erijoys an<f <focs well in will become 
life-long hobbies and can turn into vocations when the child reaches adult- 
hood. For exampl^ a hobby"^u<;h as gardening, can turn into a job in a 
nursery. Some of the national pax^eitt organizations put ou^ p^phlets 'and 
booklets on activities that familieik can do together with their handicapped 
child. , \ ^ 

With the proper supeirvision and training, most children with 
handicaps can achieve a level of competence in some activities. In activities 
that the family does together (for example, gardening, swimming, golf, volley- 
ball; bowling, camping, working on* cars, fishing or ice skating) the cfiild 
can be taught the basic skills in smal^steps. For example, instead of 
teaching the handicapped child how t^garden and asking the child to take ^ \ 
..^re of a small garden, there are s«^^ral steps that, ^an be taken. First, 
teach the child how to tide some of the gardening tool^. Then instruct the 
child *about proper watering and weeding techniques. Use the child as a helper 
in doing the family garden. When the child has learned enough skills, allow 
the child to have a gardening ^pot. Although this may take a few months of 
the \^ole growing season, the child will be able to care for growing things in- 
doors and, outdoors all year. When the child growB older and may live away 
from home, surroundings can be brightened with flowers and plants. 

In addition to the many sports, games, and other recreational 
.activities that a child can< learn to enjoy, it wou1||L be beneficial to set up 
' a daily routine of exercise. These exercises can bW obtained by contacting 
the physical education teacher at your child's school. Th^ exercise program 
should start with a very light load and increases gradually over a period of 
time. Recommefldations on kinds and duration of' exercise should be made by 
/ your family doctor pr by the physical therapist at the school, if your child 
sees. one. " . . , 



Helpful ideas and training techniques for different rec- 
reational activities can be obtained from a variety of public and private 
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programs thaf specialize in recreation for the handicapped. They offer 
specialized activities for handicapped children and their families that 
you may find useful in helping your child to use leisure time effectivelyi 
•Thcjy do charge for their activities,* but you may find the costs reasonable 
when you realize the ertjoyment *and skills youx child may obtain from parti-- 
clpatlng in the activities. 

Special Recreation 

The widest selection of recreational programs is usyally avail-* 
able through the park districts. Not every community in Lake County is ln-» | 
eluded in a special rfe;creatlon association, but most are. The table at the 
end of this Chapter lirfta the towns served by the three special recreation 
associations in Lake County. 

Most of the. special recreation associations offer recreation 
classes in four areas: arts and crafts, sports, social clubs^^and special 
events (for example, sunmer camps, holiday pattJLes, 'and overnight camping)* 
Arts and craftSi activities include woodworking, photography, dance, music or 
other kinds of $elf -expression. Swimming, gymnastics,^ ice -skating, tennis, 
basketball, and bowling are but a few of the sports that programs offer. 
Special training techniques have been developed that make almost any sport 
adaptable to your child's specific abilities. * Social clubs are a good way 
for your child to socialize with others and make friends. Activities are 
held at the public recreation centers or the teens and ypung adults go out 
to movies,^ plays^, "professional sport games or dances. Speci^nJ events pro*- 
vide the opportunity for your child to have experiences that otherwise might 
be missed. In addition to holiday parties, most of the special recreation 
associations offei; chances for overnight camping and some offer residential 
summer camps that J.ast from a few days to two weeks. 

A' 

Costs for' activities differ at each recreational association 
and for each program. If your town's park district is a member of a special 
recreation association, the cosffe for the programs are qi^ite. reasonable. 
Some of the recreation districts have reciprocal agreements with other dis- 
tricts so that if your aistrict does not provide a certain activity but 
another one does, you might be able to enroll in that course without paying 
the out-of --district fee. Check with your special recreation department. 
Arrangements may be made with the ^'special recreation districta^ for scholar- 
ships or reduced payments oil a case-by-case basis. --^^ — ^ 

If you live outside the special recreation districts you may 
h/sive to^pay an out-of -district fee for- each clasa in wlilch your child is 
enrolled. If your park district is not a member of a specijul recreation 
district, encourage it to join. If if receives federal ^unds it is obligated 
to provide recreation programs for the total population. 

I 

Private Programs 

Private facilities also provide special recreation for the 
handicapped*? Many scout troops are organized through the schools and ccJnsist 



^ aft^r-school meeting and Activities. You? child may be able to enroll j 
th:^ough the regular scouting channels or there may be a scout troop for > , 
hand icapped*^ children at the school your child attends. Scouting oftei^ in-, 
volves parents as, troop leaders and assistants* Scouting is^a good means 
of doing an activity with your child outside of home* If you are unable 
to find a Scouting tiK)op in your area to suit your needs, the councAld 
listed in the baclo of ti}iQ marlual will help you start a troqp: ln yojir.child^s 
school or through your church or neighborhood organization • C^M your local 
council if you are interested. . ' * 

The YMCA^s and the WCA'sr o£ten offer some Courses especially 
tailored to handicapped people. Check with your local chapters listed in 
the back of this manual. Most chapters will help you if they do not already 
have 'ijrogram^s for the handicapped. 

There are three interesting programs that are exclusively for ' 
handicapped' people. One is called Friends of .Handicapped Riders (FHR) ♦ The 
FHR offers horseback riding as therapy primarily for physically handicapped 
children, but will take children with other disabilities^ too. Research has 
shown that horseback riding increases balance and coordination In children Mjho 
have physical disabilities. Some speciffL recreation districts have hot shy 
back riding programs through FHR. stables. If y^our district does not, yi^}^ can 
arrange to have your child enrolled wlnilout Sponsorship by the special rec- 
reation association. * ^; ^ - i \^ v 

Another interesting recreati!onal program is ^the Center for 
Enriched Living, which^ provides recreation and social interaction for mildly* 
•and moderately retarded adults . The classes in the special recreation dis- 
tricts ar^ often geared toWard 9chooJ.-agiB ^ildren, though more are now 
becoming aware of the needs of hajidicapped ^^Its for recreation and dociaj, 
activities. The Center for Enriched ^-Living fills this void. 

Gardening can he a life-iong hobby as wejll jas a viable vocation. 
With very little expense and minimal skills, "thiXdren with developmental dis-- 
abilities can start groi/ing and pTanting flowfers and foods 1 The Botanical 
Gardens of the Chicago Horticultural Society offer guided tours and classes 
on the different aspects of outdoor gardening. With your child you can start 
an outdoor garden for the summer -and maintain growing plants indoors f^ar-- 
round . * ' y 



Summer Programs • . ' 

Summertime Jjrings a one- to three- month break in your c\jild's 
school year. Summer is a good time for you and your child to* have a vacation 
from one another. Many organizations sponsor sutpier residential and day catnps 
for children with handicaps. The application proceeds starts in the spring, 
but some camps begin to accept reservations at the end of the summer for the ^ 
next summer. Your special recreation association may sponsor both a day camp 
and a residential camp, so check with it. Raster 'Seals , the Illinois Asso^ 
elation for Retarded Citizens, and the national So1:iety for Autistic Child-, 
ren publish listings of summer camps in Illinois and across the nation. If 
you wish to organize your own group of^ canjipers for a summer camping trip, or 
even {or a spring of; fall weekend, jnany camps rent their facilities foif school 
and chur.ch groups. 



V 
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' '^-^Coxon, Margaret -E., .^ Gardening as Ther'apy. Technical Bulletin No. 5„ 
1978 .„ available from of fi'<fe of *rhe-Bot4Hical Garden,'. 6501 N. W, 
^* ' /Marine Drive„ The University of British Columbia, "Vancou^ipr, 
'^rit$»h Columbia, Canada V6T 1W5 for,$4i25% postage, 
^ V A teaching .guide designed to help -parents arnd teaqherf , 

who are not plant ejtp^tt; a prepare a plant class for ^ ' 
* develo^merftally disabled children. Ten chapters each' ^ 
^ , c.ontadn a complete project. for springtime _ 

Good villus tr at ions . .Other volumes, may fo 11c 
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Special Recreation Associations: 
" • ^ Participating Toima of Lake County 

• • - V ' • ■ • * > 

Northeastern Illinois Special Recreation Asadciation ■ (JIISRA) 

Libertyvilie' ' ' . • ' • 
. Mundei].ein „ 

• North Chicago ' ■ 

^ ; Waukegan^. , , '\ * 

' A . <• ' Zion' / ' 4 ' ^ 

• ■ - ■ ,1 * ■. . ■ ' 
' ' • ■• . * ■ - ■ 

Northern Suburban Special • Recre^ition Association (NSSRA) 

' Deerfield'' ' - , ' ' . 

vHighlasri Park 

> • , , HighwoQd 

Lake Bliif ^ 

JtoirthBrn Illinoip Special, Recreation As^ocfation' tNISRA) 
■ ^ " Birringtoh ^ , 



" —TV* 
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Connunlty Services 



Thftre are dozens of social service agencies and clinics, '' • ' 
religious groups, colleges, me4ical facilities, service organizations, 
libraries, state offices,, and Informal networks. Many provide Services to - 
support families with developmentally disabled children. *. 

. Since almost all community services are plagiied by isirhigh 
staff turnover, the first peison you contact, n»y not be well Informed. Keep 
^record of all contacts by date, name of agency and person^' consulted i and 
Information received, thlff can help you lateiT if you '^^e refered back to '• 
the agency. Consider yourself very lucky if a single tele()honfr call brings 
you the help you need* Often,, in fact, it is preferable td-^hecl« out altec^ 
natives to make sure you have found the best answer for your particular 
needs. (See the Chapter on "Parents of Children in Programs" ^r beginning 
leads to .selecting programs.) . 

^ 1 ** ■ • ' * 

Only you know if you are getting the kind o'f help you need. 
If you are not satisfied, as'k^to talk, to somebody else.', Be sure to get a 
referra'L from those who are umlble to help ybu. Keep asking people in a ' 
variety of settings, such^as parent organizations ai;ld schools. 

Referral Sentjceei . "^V • . f 

Some organizations,/ auQh as United Way, the Epilepsy Founda- 
tion of America and . Catholic Ch§yitles, specifically provide Information 
and referral, as part of , their services offered. If you talk to a person 
who cannot help you, in these or other agencie^s , ask that person to check ^ 

Human Services for Lake County People directory published by the Lake 
County Comprehensive Employment and Ttaining Act (CETA) Program." 

/ ; ' ' 

A new service being provided around the stjkte is the Family 
Support Unit, (llie one in Lake Cdunty is located at Countryside.) Family 
Support Units ar^ ' Avlsloned as becoming- the tocal' poUt for all develop-, 
mental disability services and programs related to family, independent liv- 
ing and the community. Their goals Include identifying existing resoOrce? 
in the community. Where unmet needs are Identifred Family Support Units 
should undertake the development of resources. , , ' .' 

* " • Telephone hotlines can be helpful, in times ,of crises! For 
example. Connection, a teleiihone counseling and referral agency in Libferty- 
ville, pr9vldes information to all people in any*^ype of crisis. You will 
undoubtedly learn about o tiler crisis referral telep^ione numbers. Keep these 
numbers by your telephone should an emergency arise. 

Child Care .and Companionship • . 

?. . sltterryot^ can trust can be difficult for anyone.' 



The special needs of your deyelopmentally disajjifed child may pose additional 
problems. If you are ifortunate, family members, reljitives and fr:^ends ipay be. 
available to assist you. There may be .^ time, however, when "put side ass^s- . 
tanc^ is needed or wanted. There are persons who are trained to work with 
children with developmental disabilities, for example, volunteers and eimloyees 
l^in speaial education schools, special recreation programs,; and spec^&l reli- 
gious educati9n programs. College and high 'school students may want to hej.p."* 
Contact serA^lc^ oijganizations and gtudent governments; put notices on bulletin 
boatds. ' ' 

Respite Care 

Respite care Is short term ca^re of the developmentally disabled 
infant, child or advilt. Respite care can be helpful if you are p],^nning a 
vacatipn, find yourself in ^ crises situation, or Just need a break from the 
daily stress of caring"" for-^your family. Respite care is one of the largest 
unmet service needs at this time.* You can organize to help the Family Support 
Unit make this se;rvlce a reality throughout, the county. 

•Thete i$ H respite care program available through the Glenkirk 
Association. fOTff^the^^Retarded in Glenview, 'Cook County. j|)bspite care special- 
ists are ce-rtified; "i^id trtainfed to 'care for your developmentally disabled child 
in your own hoij^«. (^rt-^home service is available for less than 24 hours or for 
a period up Co two weeks. ^ Licensed respite homes are available if you ne^d to 
have your child taken care of outside your home on a shor»t-term basis. • 

Homemll^/Home--health Aides , ** . 

It is easy to overestimate yoiir own abilities to manage every- 
thing all of the time.;.* You may need help with managing your household and 
caring for your famll^F, especially if one of you becomes sick. The Community 
Health Nursing. Services of the Lake County Health" Department offer home visits 
for family-centered health ^outiselitig .and guidance, including service to ex- 
pedtant mo^zhers, newborns, preschool and school-»aged children.. Also* within 
the Lake CoUnty Jlealth Department, Home Health Services ptovide nursing, 
ther^l^, a^ home-health "aide services. Some hospitals and private agencies 
''offer similar services.' Check around ij)' advance. ^ ■ 

It is much more difficult to' find community support for home- 
maker services. Most people who need hjelp with their housekeeping tasks pay 
for It privately. Informal -tirrangements wit»h other parents can be worked' 
out on a 'Short- or long-term basis^ For example, you might exchange baby-sit- 
ting services Or get together to. help each other do housework or home mainten- 
ance repairs. Local service agencies may be able to locate a person to help 
^you out. If you are unable to get Information on homemakeH^ locally contact: 
National Council for Homemaker - Health Aide aarvices. Inc., 67 Irving Place, 
New York, N.Y. 10003., \ ' ^ . 
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Your Child and the Law » 

' ^ The best tlmi to introduce your children to the police. Is whiU 
they 'are young. Many police\epartn>ent8 have '(Officer Frie^ndly" programa de- 
signed to acquaint children with, police work.. Aa yout child grows older, he 
or she should be encoura|ged tb travel independently in your neighborhood 'and 
cpranunity. .This can be scary., for parents, but you will impede y<5ur child's . 
development if ygu are overprotective. It will be reassuring for your child 
and yoursfelf if a. ^d relationship with the police' has already been established 

V Developing good relationships with the police is » two-way 
street and this Is where your parents' organization can be effective. Police 
officers need to/be familiarized with the special rieeds tff the developmentally 
disabled and joint meetings can.be arranged for this putpose. For example, a 
person vrith cerebral palsy may appear. to be drunk and disorderly. It is not 
necessary to call ^^n ambulance every time a person with ipllepisy has a seizure^ 
instead ^ -with training f or ^eizUre treatment the option fbr rest without hazard 
can be provided. ^^There must be cohsistertcy. in holding persons with mental re- 
tardation accountable. Mischievous (turning in false f ire\alarms) and more * 
aerious (shoplifting) infractions may he committed as attenVion-seeking devi<:e8 
or through poor judgment. Such violations cannot be ignored^ nor will either 
the person or the community .benefit if treated too harshly. \ 

.Transportation 

The Regional Transportation Authority offers a reduced fare pro- 
gram for handicapped persons. Elfgiblllty forms must be completed by the 
applicant along with a physician or psychologist.. 

To maximize ydur child's self-sufficiency b^gin training to use 
publiq transportation as early as possible. 'Leave your car at home for some 
of y^ur regular, shopping trips'. ' , 



ERIC 



Fln^Miclal Planning " 

Finances are a major concern of most families and the^p6cl%\ 
.needs of a developmentally disabled child may m&ke- the burden even greater. 
Careful planning combined: with government ^nd private sQtvices can make the 
expenses of raiding your child 'no greater thAri* those- for raising any. other 
child. ^ \ ^ ♦ . . • ' * 

Health IfisuFance > 



One of ^t>he ma^for financial ^^ports is adequate health in$ur- ' » 
ance coverage. National and state parents' orgatiizationd f6r th6 developmletitally 
disabled (for example, the Ililnois Associatlan for Retarded Ci^ilzems) haye. / 
information aboiit the Insurance companies and.the^Blue Crpss* - lilue Shield n 
organization^ which' will consider applications on ^ievelopmentally dlsablipd , • 
persons. Review your policies at regular intervala- — -at least every fi^ve, ; • 
years . — preferably with an insurance agent regarding lengtK of time , amount 
of allowable coverage, deductions ^ special exclusions, and renewal or cancel- 
lation provisions, particularly if you might have to change jobs. 

You ftre fortunate* if your family Is already covered byi^a family 
plan or a group policy provided by your employeir ; Illinois ha6 laws which re^ 
quite that the health Insurance Coverage of any chlid whc^^is included iri a 
family plan or group contract, and who ^'ecame permariently ^dependent on account^ 
of a disablement which began before age 19, must {j© continued undet the fam^y 
plan or group contract after the age of 19. Howei/er, ^ou must notify the In- 
surance company or Blue Cross - Blue Shield organization prior Cipu tile time 
your child becomes 19 Caome contracts allow a 31-day grace period* for sufch 
notification,) - ^ ' * • ^ 

Governmental B^neflty * ' . ^ 

Public progparas are always in a state df flux. Provisions for 
the developmentally disabled change of ten and even ^the people administering - 
the funds at a local level* (nfty n^t be up^to-^date w > Verify all information' 
with the. district and state officffe's of the Social. Secpr;tty Administration apd 
local and state parents' organlai^tions fpr the developmtentally disabled. 

Most developmentally disabled persons are po'tentlally eligible 
for benefits under "social insurance" or "income maintenance" federal or 
state programs. For e'xample, if you bave paid "FXCA", taxe^s, your dependent 
children are entitled to Social Security benefits if your employment ,is inter-- 
tupted by retirement, disability or -deatb. Public assistance programs, on 
the Other hand, are supported by general tax Ifevenues; they do not require 
you to have paid premiums but their availability is determined by family In-' 
^come. B^or example,, the Supplemental Security Income (SSIj program complements 
Social Security for thoae who do not have a lot* of money (low incorte , high 
medical bills, few assess like nsavings Accounts). 



In .considering the significance of Social Sey:ur±ty and SSI^ 
related benefit^ should aiso be noted. *For example. Social Security^ brings 
^Medicare (after two years) for all disabled, bmieficlarlesi dn4 SSI recipients 
may be eligible for medical assistance, for cer.tain housing subsidies, and 
for a wide range of* free social serylces. Careful planning to cdmbine these*, 
different resources may permit a developmentally disablVa^ li:ldlvldual to live 
a-t home or in a supervised group home or apartment whctch Is not cladsed as an 
institution but which provides ^ome degree of guidance and protection, while ^ 
also pelnnittlng son^^ gainful employment and Increased community participation. 

Coordinating Planning 

The* parent with foresight will, while planning, assemble records 
and Infjpnnation. Such records become cumulative ^o'r obtfiiinlng'additldnal * 
serviices and benefits. ^' • 

i % ^' ^ ' V ' 

The following information^ with' respect to the developmentally 
disabled person should be kept on hand: 

-Social security number (advisable to obtain n,ow, if not already 
assigned) ; • . ' 

-Telephone number of Social Security district office"; 

-Birth fcertlficate oF the.- retirdl^d person; \ . « 

-Names and addrersses of doctors, clinics, scnools, etc . , *holding 
records relative to the history of the disabilfty of the individual; 

-Last federal lncd<le tax return and W-2 statement of the^jwrenCs' <tb ^ 
show coverage under Social Security); . 

-Veteran*^ C number or dlsphaVge papers of parent; * ^ 

-Information about presenl/ and future income and assets of* the 

developmentally* disabl^d^ person, including tncome* from trusts, also 

^^Income and assets of the >survl>x;^ng parent If SSl Is to be sought 

for a minor-ch^ldj ^ / ^ * ^ * 

-Information abcmt.SSI lf dfirrently being rtceived^ Specifically, ^ ^ 
what is. the basis, for th^ amount being received in.Jierms of "pount-- 
abl^" and disregarded irjiciome, and the type. o£ living arrangement, 
(A copy of the mdst recent .api$Xlcation forfn would be useful*) 

-Copies of pamphlets and 6thSr literature with up-*to-dtttia information^ 
about services and ber^efltst^^ • • ^ 

These records shbuld ^alaoj^iclude copies of guardianship 
papers, trqsts and wili$ cpiicernlng Uhe aevelopmeht^lly' dt/<ab led person.' . 
This Infdrmiition will •h^it) iyecur^» future benefitgi for your .child tipon ypur /leath 



. Guardianships * 

In IHlnols, parents have' responsibility for their children 
until the children reach elghtseen years. But developmentally disabled chil- 
dren sometimea need protection long after they reach eighteen^ For this 
reason, you i^ay want to make arrangements to be sure that your child contln-- 
ues to have someone responsible for him or her. 

Developmentally dlsarbled people over eighteen years have the 
same cl^ll and legal rights, responsibilities and protections as any other 
citizens • They Aay vote, marry, choosy where they want^to live, write a 
will, buy or sell property, be Insured, and even own qredit cards' without 
the approval of their parents. * . • . ' 

Any' or all^ of these rights 'may be taken from them, however , 
through court action. If' a court decision detem^nes that a person 1^ 
legay^y Incompetent to manage certain affairs, the. court may appoint a 
guardian • , V ^ 

Courts appoint guardians ipost often when disabled people 
reach eighteen years and are no longer under their parents' jurisdiction.' 
The parents themselves, the court or any citizen may petition for the appoint- 
ment of a guardian* Once a petition Is submitted to the coprt, guardianship ' 
^proceedings begin. . If the person Tor whom a guardian 1^'* sought lives In Lake 
County, the proceedltngs must begin within the County-. - . 

^ The court may appoint a parent ox another family member as the 
^evelopmentally disabled person's guardian. The guardian Is responsible for 
protecting the person's Interests while maximizing the personr's freedoi. Tax 
this reason, you will want your child to have a. guardian who cares about. the ' 
child's Interests. The guardian should know the child, k*t)ow about the child's 
disability^, be raaturfe and 'responsible, and be willing to take an active 'role 
In guaranteeing the rights of your child. Your child will be the guardian's 
^aVd . 

Illinois courts appoint two dlJEferent types of guardlians. ,TKe 
fitstjj a conservattJr of the person, ente;rs Irito contracfcs on behalf of yoxir 
child. \ The second, a .conservator of the estate, hka broader authority. The 
estate cojcipeirvator manages tlie Income, expenditures, property, insurance and 

government benefits, and other ;flnafhcial aspects *of t^)e ward's estate. 

t \) * . ' ■ ■ , * 

A guardianship Is the tra4ltlonaI way to provide protection 
a dlsabj^pd person older than eighteen > but It^ can h»ve many disadvantages. . 
For example, ,to^ appoint a conservator of the estate wl^l Indeed allow parents. 
t;o provide^ for the security Df their child, bqt the conservator mu^ tht^gh 
expensive court proceedings to get approval f6r many ffci^nclal tranlacfeions . 
"If the piirents die, ho law ♦prevents a guardla^ f irom mldmanagtng the ward's 
affairs, and no agenclep.reciulte a systematliS vrevlew^ of how^ w^ll a private* 
guardian carrlfrp out designated V^^po^^^lbllltles . (You^do have soiftie-assxjrance 



t^a^v,t«^ guardiaii will manage funds properly, however, because court Approval 
1« rfe^tji^ired and because the guardian must give^ the court an anmiai accounting.) 
Court-appcytnted guardians also charges, annual fees that 9an be expensive. These 
drawbacfe^?:^^ guardianship an undesirable chbtce for many par«!nta. 

■■ • ... ■ ■ * - • . ■ - . 

I'kv . ASnendments to a state law that took .effect January 1, 1979, 
establiah^v^at parents of disabled chU'dren fciVe waiftftA for a long time: 
limited gtt«i?^tart«|^peC. / A limited guardian, ■ unlike 4 ftsSU'Wrdlan, has control 
over only tmtff:: stftnlvs which the probate cowrt ^aSaigns.T'.This means disabled 
persons can cc^^Jnwe to make simple decisions on their own, but the guardian 
will handle comtii;;(«*^dedisions such as th^ae involving l^rge amounts of money. 
Unlike a full gua.^?^||j8hip , a limitfel ^ardianship does not require that the 
ward be found legally incompetent. A, guardian is prohibited from putting the 
ward in resident!^ care unless the court specifieaily allows it . The law 
does not change the status of full guardians^ appointed before the law took 
effect, but you caft seek fo have an existing, full guardianship reduced to a 
limited one by requ'^sting the court to review the case. > , , 

..: 1^*^ also authorized the appointment of a statl gtjfardian to 

assume responsibility for the guardianshlp^f disabled people without relatives 
or who86 relatives have no funds^to establish a guardianship. As' of this 
writing, however, the state legislature has not provided money to appoint a 
guardian and run the office. ' 

m 

Because of the cost ^nd the red tape involved in establishing 
guardianships, many developmentally 'disabled adults have no guardians, and 
consequently have no one else to assume responsibility when important ' decisions 
have to be mad^. Nevertheless, if disabled children have made it to their 
eighteenth birthday without having guardians, they probably can continoe^in 
life without guardians, as long as other help and supervision continue. " 



Trusts 



o 



If you want to m^e provisions to protect your child' without 
a guardianship, consider a trust. A trust is- the nominal ownership of pro- 
perty to administer, for someone else's benefit. Parents sometimes set up 
trusts to support their child aftfr they die. Unlike a guardianship, a 
trust is relatively flexible. A trustee ^oes not require' a court order to act. 

If you decide- to set up d trust, you can full#'|Lt with cash, 
property, and/or life insurance proceedji; You should select a trustee who 
knowg about Investment policies, who knows the child, who can se^e the dura-' 
tion of the trust if possible, and Who can manage the assets in the trust. 
You may designate a bank or trust company as trustee, but if you do, you may "> 
want to designate a person as co-trustee to make 'sure the institution's fees 
and performance remain satisfactory after you' die ' 

^ \ ■ % 

If you establish a life Insurance trust with a bank a& the • 
trustee, the bank will collect and Invest the proceeds of thr policy whe^ 
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the insured parent dies. , The hank wiU pay out mon^ji. for your child's benefit 
according to the directions you give in tlje trust provisions. You make the 
life insurance payable to the bank, not to your child. ' For an annual fee. • 
the baak will administer the trust for your child. 

You may establish another kind oT trust, 'a testamentary one. 
This is a trust that is set up acpording to directions in a will. A will is 
a legal docunfent specifying what part of the money and other things you own 
will go to whom after you die. A testamentary trust begins when the will 
takes effect. You may indicjite in y.oUr will the per8on(s) or institutionCs) 
you want to "Serve as your chil4's tru8tee(s) after you^ die." The trustee will 
report regularly to the protatfi court. . * . 

If jipu prefer, you may also use the will to. set up a guardian- 
ship instead of a ftrust. Such a guardianship, of course, will have the same 
advantages and disadvantages described in the abov^ paragraphs on gua#«ianship8 

Wills , . ' . . 

You should write a will whether or not you intend to establish 
^ guardianship or ^ trust. If you do not write a will, your property will 
pass on to your heirs under Illinois law, whose provisions are not designed 
for families with handicapped children. Your child may not receive the best 
protection you can provide. 

You should have legal assistance to establish a guardianship, 
trust, or^ to make a will. If jtou cannot afford A private lawyer; you may be 
able to get help from one of tfhe legal service agencies listed in the back of 
thUf manual. 

After you write, a will', review it at least every five years ♦ 
to inake sure it still meets your requirements. " * 

A Word of Caution . ' * 

V • • • 

Before you decide to establish a guardianship, trust, -or to 
make a will you should carefully consider the needs of all your family members* 
You may not wish to establish a trust fund for your developmentally digAbl«<f' 
child at the expense nL^Aur rent rkmlly needs, for example. Supplemental 
Security Income (S^L} ,^fH^caid , and other programs are designed to provide ' 
for handicapped M^B^)^ Yet your child can be declared ineligible foir thtese ^ 
funds until persofllH^tlndd (such as trust monies) are exhausted. Many par<^nbs 
have been sorry tney created trusts for this reason, especially when investing 
in thj^ trust created a family hardship if or years* 
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Some Considerations About Having More CHildren 



* As tKe parent of a developmentally disabled child, you- may 
be considering having more children, and \^7ondering v/hat the chances are 
that another child could be developmentally disabled. If you are the 
brother or sister of a developmeptally disabled person, you are faced 
with the legitimate questions about the possibility of your children being 
developm.egtally disabled. T&h^is is certainly a serious consideration. . 
Medical specialists using modern techniques can help you determine with 
some degree' of accuracy \^hat the chances are that your next child will be 
normal. 



Genetic Counseling * ' ^ ^ 

^ t .. • ■ >'i 

The. first step to take when you are considering having more 
children Is to see a genetic counselor one of the three ^hospitals close 
to Lake County that offer genetic counseling (Evanston Hospital, Lutheran 
General in Park Ridge^ and RockfoVd Memorial). The evaluat^ion is usually 
done by d team of professionals consisting of a geneticist (a medical dotr 
•'tor who spec^talizep in genetics) , researchers, laboratory technicians, ^d 
social workers. ' ' . . , 

f Several yisits for interviews and testing will probably be 

needed to complete the process of genetic counseling. At the first intet-*^^ 
view, you will be asked to provide a complete medical and family history. 
This will include information on ethnic, background, previous pregnancies, 
and health information about your children, as well as your brothers, sis- 
ters, parents and grandparents. ' ^ 

The counselor will be Interested in any diseases that are com- 
mon tjH either of your families. There are some rare 'hereditary diseases 
associated with specific ethnic groups. Sickle cell anemia, an inherited 
blood defect, is found primarily in blacks, Tay Sachs disease primarily in 
Jewish Ashkenazic families, and phenylketonuria (PKU) , a biochemical dis- 
order, primarily in whites. These are some of the morte severe hereditafy 
disorders that genetic cdunseling can pi;edict. 

More common troubles may also be hereditary. High b.lood 

pressure^, diabetes, and 'congenital bone defects (for eicampl^, hip problems) 

are coimnon hereditary disorders. 

^ • . ... ^ ^ 

^ * Thete are just a few examples of the more than 200 hereditary 

disorders that genetic counseling can pi:edict* Knowing the probable genetic 
make-up of your 'future child will help t\\e doctors to monitor your chij^^s 
growth during pregpancy and after- birth*. With this foreknowledge, you and 
.your doctor can help the future ch41d to a Safe and healthy life. 

After providing the medical hjLstory ,3oth parents will then be 
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given blood tests and other biochemical tests to determine if either is 
a carrier of potentially harmful hereditary traits or diseases. When the 
interviewing and testing is done, the genetic counselors will discuss the 
hereditary tisks of having another child. It is not always possible to 
tell if a particular disorder will be passed on to future children, but 
the counselors can advise fou On the mathematical chances of certain types 
of problems being passed on* They will also help you to interpret what 
these math'emat ical probabilities mean, ' 



In the end, the decision is up to you. For some, just knowing ^' 
the odds is reassurance enough. You can t^ke a risk and be prepared, if i 
necessary, to have a child with developmental disabilities, * It is wise to { 
be informed before making a decision. Help in this decision could come from [ 
other family members or through prof essional counseling (see section on 
family counseling) . 



During Pregnancy 

Should you become pregnant there are more options you should^ 
know about to determine if your baby will be developmentally disabled or 
not. There is a positive course of action that- y,ou. may take that will help 
your chances for having a normal, healthy baby. This section will intro- 
duce you to the medical technology that is available for prenatal examinations 
It will also guide you toward good nutrition and health by recommending pro- 
per foods and exercise and by discouraging consumntion of ^l*armful foods and 
drugs. , . « 



Medical Procedures '* , ' . 

There are two basic means of examining the fetus (upborn child 
in thje mother's uterus). Amniocentesis is a minor surgical procedtire In 
which/ a small sample 6f fluid in the amniotic sac (the t hin-w^^lled covering 
surrounding the fetus) is withdraivm. ^The sample is analyzed in the labora- 
tory to (Mtermine if some genetic ot biochemical disorder is present; See 
diagxr<am of step-by-step procedure on the following page.- 

Amniocentesis >is done about the . fourteenth week of pregnancy. 
It requires a hospital stay' of only a. few hours in most cases. 'A local 
anesthetic is given, and th^ woman should only feel slight discomfort. There 
are some riska in the procedure. Yout obstetrician should be able to discuss 
them with you. ^ . . , 

Amniocentesis^ can pinpoint certain diseases in ;:he unborn child , 
yet its sco^ Is limited. Examination of the fluid ^sample can indicate the* 
presence of Dovm's Syndrome, Tay Sach's Diseas,e,'or other genetic disorders. 
An analysis that shows no known chromosomal or biochemical disorders, however, 
does not give a 100% assurance that yoifi: child "will not have a developmental 
disability. Your child could still develop some other kind of problem or have 
a condition not detectable by amniocentesis. Put an amniocentesis that shows 
no known disabilities does eliminate the possibility of certain d.isahilit ies . 



V 89 



The amniocentdsis procedure^ step by step 




Naodle wifhdrowi * 
fluid containing ceils 



Laboratofv separates 
cells from fluid 



Cells ore grown Ih culture, 
then tested tor 
chfomosonna) conomr^Qiities 



Should the amniocentesis indicate chat there is a Strong pos- 

aibiXity that your child wii:^ be developmentally disabled, the choice^ left 

to. you range from taking the risk and preparing for^Ciie child's potential^ 

needs or* terminating tfte pregnancy* . 

The. second means of detecting handicap^ of the fetus is ultra- 
sonography. The techniijue, which is safte as far as is Y-^gun Involves the 
passage of high frequency sound waves through the womb. ^The waves can be 
transmitted into a plctrure of the developing fetus" The head size can be 
measured enabling diagnosis of a gross brain defect,^ such, as a very large or 
«mflll head. Repeated ultrasound testing every few weeks logs the. development 



of the fetus* hea^i and other body parts, since some disorders ar;e assoc- 
iated with poor fetal growth. Ultrasonography can also be used before 
amniotentesis to locate the position of the fetus and minimize any danger 
of Ifijuring the fetus during amniocentesis. \ 

In the experimental stage are two methods for prenatal *diag-- 
nosist amniography and fetoscopy. Amniography involve,^ the inseitf^tion of a 
dye into the amniO|tic s-ac to outline the fetus when x-rays are taken. More 
promising, becav^e it does not involve use of potentially; harmful x-^rayS, 
is ' f etoscopy . This procedure involves looking directly at the fetus by ^ 
using a telescope-like i'instrumept . These techniques are only experimental, 
but in the future may malce pi-edtctions of disorders more accurate and help 
.find'ways of treating children 'tefore^biB^th. VJith all these procedures, 
there are certain risks. The choice of .whether or not you should have 
ihese procedures done is up to you. You can say, '*No". 



Nutrition • ' 

You can have a positive .effect on t-he health and ^veil-being 
of your unborn child by gating the proper foods, avoiding all drugs if 
possible, and staying healt;hy by avoiding some commqn dl^4ases. 

During the past twenty-five years researchers have found that 
proper nutrition during pregnancy will reduce tl||? number of lov; birthweight 
babies (babies weighing less "than 5.5 pounds at birth)\ Low birthweight has 
been conclusively linked with babies having developmental disabilities. Tlot 
all low- birthweight babies are handicapped but three times more brain damage 
is found in infants with low birthweight than in average birthweight infants. 

During a^ormal pregnancy women should gain between twenty and 
thljfty' pounds ♦ By continuing to eat proper foods that afe ggod for you, you 
will not gain weight excessively. Proper foods do not include sudh fgods as^ 
softfdrinks, potato and corn chips, and pastries These foods contain ''empty 
calories. They have little food value and take away from an appetite for * 
proper foods that could be eaten. Eating proper foods does not demand be- 
ginning a strict diet immediately. Moderate cliangea in eating habits oVer a 
few weeks anxi months wilJ. help ease the change to-better eating patterns. . 
Except for certain cases, such as mothers with diabetes, there is little 
scientific justification foj, severe caloric x>r weight restriction4 Infants 
of average or above average birthweight grow more and perf^orm abetter through- 
out their first year than do low birthweight infants. ^ 

V You can get-^.help in planning .a well-balanced dipt, during you?' 
"pregnancy. The Woft\en-Inf ants-Children (VJIC) program of Che-lake County De- 
partment of Public Health makes extra food available to pregnant and nursing 
women, babies and children urnder five years. VIC teaches how ' important good ^ 
nutrition is for gdod health. You may be able to take part in the program or 
at least have prof essionals 'refer you to^the proper nutrit Ion information. 
Your obstetrician should also be ab^.e to giv^^ you the proper dietary informa- 
tion or lead you to someone 'Who can. You could contact private ntitr it ionists 
through the Lake County Health l^epartment , your \JLocal hospitcjl, or a Lamaze 
instructor. ^ 
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p Alcohol^ Dtugg and Med ica tion 



Over--t;]]ie-*cdu:nter drugs like aspirin, prescription drugs, alqo- 
hoi consumption and 'cigarette smoking have all been finked with the Incidence, 
of developmental disabilities. " . . 

The simple' rule for taking" any kind\of medicine during .pregnancy 
is this: Do not take any medicine of any kind unless* it has been prescribed 
or approved by your obstetrician. Make sifre the doctor knows abput all thfe 
medicine you are taking before obtaining any, other prescriptions. Some medi- 
coitions, suCh as antihistamines, may be quite $afe if trfken on thelt' own, but 
can be vei^y dangerous when combined with other medicines or alcohol. 

The placfenta, the) part of the mother uterus through which the 
fetus is nourished, does not act as a barrier to harmful druts and other sub- - 
stances. In fact, the unborn child »^ of ten fields to drugs moie easily than 
the mother. While the mother's body may be able to break down the effects 
of a certain drug within a rew hGurs, the fetus' primitive defense system may 
take two or three days to tld itself ' of the sara,e dru^.' If tafcen regularlyv 
the fetus may be unable to 'rid itself* of the drug and j^ay suffer permanent 
jdamage. [ ' ^ " \ . . * 

' Drinking more than three ounces pf *abs<olu^e alcoKioi p^r day 
(the equivalent of six averajge-slzed drinks) has been ptoven to cause seriou-s 
risk of ^handicap for the newborn «hlld.. It is not jcnown, hpwever at vJ^at 
level altohol begins to harm the fetus. There is still muph to ^earn about , 
this problenji, including the' risks of moderate drinking and periodic heavy 
drinking. A useful 'guide is the '-Two Drink Limit'\ Drink po more than one 
.ounce of* absolute alcohoj. each day. That eq^^a la two *tmlxed; drinks containing 
one ounce of liquor each, or two five-ounce glasses of- wihe, or two twelve- 
qunce cans of bear. If it is at all possible, a vai-d, any ^Ignsumption of alco-- 
hoi during your pregnancy. ' S . 

Infants of smoking (nothers^may have lower birthw.^igbt and. 
damage to their blood vessels. The best^advld^ is to quit smoking if you * ^ 
can. At a minimum cut down the number of cigarettes' that yO,u do smoke and ; 
switch to a brand ^\/1\jH '^lower tar and 'nicotine contents' L5v birthwe-igflt child- 
J ren, as mentioned above, havp a greate-t;' ^i^kellhbod of developing handicaps 
than do average birthweijght children. \- \ . . ^ ^ 

D isea ses 

, ^^^^^ ^ ^ ^:---'V. 

Thefe ate soyie disea^eX th<lt cdn Viarm the unborn child, but . 
hav6 only a mild -effect on the mother. Ruhella, or German mfeasles, is a mild 
: ' .<ihil^hpod disease whose syrjip^oms ---slight fever, rash", sometimes swelling 6i 
thil* glands in* the b^ck of the neck — last about 4:hree days. The dis^a3e nay 
be; dangerous to a pregnant woman who^did not have German meajsVes when- she, was 
younger. There Is never a saf^ tim^'duripg a pregnancy to^ havfe rubella. The 
earlier in the pregnancy an expectant mother ^contracts t^Hjelia, the greater 
the da/iiger to the child -^he is carrying. There is a vaccination which Can be 
given to women of ^chlld bearing *age to prevet\t tlj^m from getting, the disease, 
It^i^t. :be administer~ftd ^t least three 'mont hs before^ conception to be effective^ 
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If you are already pregnant and are not sure whethei* you h^ve had German 
measles or are vaccinated ^gainst them, it would be wise to stay out of* 
contact with groups "ftf children if possible-^ The disease is common in 
children ar^d by isolating yourself, you lower the risk of becoming in- 
fected. 
« 

^ ' Another infection;, toxoplasmosis, can also^ affect the fetus.. 

As with rubella, this organism maV infect the pregnant woman v/ithout any 
symptoms. Domestic pets such las cats and birds may harbor the disease, so ^ 
have them screened by your ve£ern*i*ian ^ .Luckily, toxoplasmosis is not 
transferred from person to p^uj^on. As ojj^now, no vaccination exists. ' 

/' 

Avoiding these a'^nd other diseases by vaccination or testing 
for immunity before pregnancy is the best way to prevent the possibility 
of a handicapped child. If this is not possible, then avoid contact with 
large nutnhers of people who could be possible carriers of diseases. Im'- 
munity tests and vaccinations can be given by your farfiily doctor. 
> *' ^ 

' Prepa'^ritffe for r.hUdHfrth 

One^of tlfe most important things that you can do while pregnant 
is to see an obstetrician regularly. VJLth regular check-ups and consultations^ 
the cfhstetrician should be able to keep you on the right trade to a healthy 
and safe pregnancy. The hospital in which you might have your child should 
liave a special program to acquaint ^you with hospital procedures for delivery 
and also provide information for gdod nutrition and special exercises that may 
help with the delivery process* / * 

The Lamaze method o'K c^hildb irth is a program of exercises that 
are intended to ease the deVtvery process. Lamaze classes teach prospective 
Wthers and their coaches ^Tmsband, relative, or friend) about tlie' del iv^ry 
process. F.xerciges and brfeathing^ techniques enable mothers to cooperate in 
the child's delivery as part of t^^e medical team* Relaxed, confident mothers 
trained in the Lamaze method l^iave heal^^hier babies: Classes are offered to 
prospective parents during the last thjstee months of the pregnancy. The 
Morthern Illinotj Chapter of Lamc\a:o (American Society for Psychoprophylaxis 
in Obstetrics) in Ili^hfand Patj^'caiji provide vou with reading materials and 
names of teachers tn ^youT ar^^. 



Del ivery 



In .preparation .for the' bftrtjf of the child, you can make sure 
that the hospital yoa choose efig^ges Inl prc>cedurc9 that help ensure the 
child's good Kealth. State Idw provides for a blood *test for nei(l:>orns tl^at 
screens for a disease known as [^^henylketcmur la (PKIJ) . Early detectrion is im- 
portlVit becaui^e if PKU is discovered oa^ly, tha child can immediately be put 
on a restricted diet that may prevent the almost iVievitable retardation that 
would otherwise occur. There are stfll some hospitals t4iat do not comply 
wi^t the law so check ahead. 

The riUnois Assoclhtlon for Retarded Citizens has recently had 



a blood test for hypothyroidism mandated by state law* The test can be 
done, from the same bleed Sample as th^ "*KU test. Ilypothyroidisni is de- 
ficient thyroid hormone production resulting in mental retardation if not 
treated soon after birth. Although the n;Jimber of babies affected by PIOI 
and hypothyroidism is very small, the tests are not harmful. to the child 
and can onJ.y be helpful. Hake sure the hospital that you are- going to does 
.these tests. 

The delivery process is somet imes long and painful . Of tpn 
doctors recommend either a local or a -general anesthetic depending on the 
amount of pain the mother exper fences • Tests on newborn bal)ies liave found 
that those\chlldren whose mothers havie received pain killing drugs took ak 
long as three to seven days t»o completely recovery from the effects of th? 
drug. ^ For most children this does not cause any harm, but there is some 
degree of' risk. If it is possible, mothet-s should avoid the use'of pain 
killing drugs during labor and del ivery. unless an emergency arises. 

If problems arise during labor and delivery and your^ baby 
has critical troubles (such as prematurity or birth defects), perinatal 
center^ have special staffs and equipment to handle the situation. The 
three perinatal centers closest to Lake County are Rockford Memorial, 
Rvanston and Lutlieran General hospLtals. Tlr€ staffs of eacji perinatal cen- 
ter know which beds 'are open in which hospitals so your baby will be treated 
at the closest available hospital. Mothers who are identified iis high ri^sk 
can plan to deliver their babies at a perinatal center. Mothers wlio have 
children transferred to a"*perinatal center can request tb.at they be trans- 
f erred too . 



f;_rx)vin£_2^ • 

Childhood Illnesses can lead to serious disabilities, %'ith 
Immunizations, many formerly common diseases (polio, diphtheria, wliooping 
cough, measles, mumps, a'nd^libeila) have nearly disappeared. Hut they are 
not gone completely. l^/^-'^ important that children be vaccinated a^^ainst 
these diseases and get /trieir follov;-up or booster shots on schedule. At 
the beginning of each/school year, t}ie hake County Public Health Department 
schedules appointments for immunizations which are needed for cliildren's 
^^admittance to schools. Many of the services are free, so take advantage of 
'There is some controversy about ihe safety of vaccinations so check 
Vzltli your family doctor to see where his or her preferences lie. 

See the Immunization schedule below for the appropriate ages 
for Immunizat Ions. 

Routine Childhood Immunization Schedule 



D isease 
"Polio'- 

(po I i omyel it i s) 



Immun Izat ion 
Sab In vacc ine ; 
TOPV (trlvalent oral 
polfovirus .vaccine) 



Da l es ( ; i ve n 
3 doses within 
the first b 
months of 1 1 f r 
at rou^ni V 1 
mont'h I nterval s 
(unually at 2^ h 
arut b month.q ol 



Boosters 
18 montliH, 
A vearf; 
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Dise&se 
Diphtheria 
tetanus/ 
pertussis 
(whooping cough) 



»Iihmunizat i 



Tetanus 



Measles/ 
mumps 
rubella . 
^German 
measles) 



zheri 



DPT: dfphtflieria 
and tetanus toxoids 
combined with per- 
i tussia vaccine 



Dates Given 
Same as polio 



M/M/R: combined 
(trivalent) vaccine 
of measles , mumps and 
rubella (or measles 
and rubel la) can be 
giv^n In place of sin - 
gle shots of each vaccine 



Mot before 1 
year 'of age 
(unless seri- 
ous ep tdemic) 



Boos rs 

Same aa polio, but 
after ^^ears of 
age booster given 
every 10 ^yeatfs of 
T»1 , combined teta 
nus and diphtheria' 
toxoids (adult) ; 
first booster given 
at lA-16 years 

?or clean wounds no 
tetanus booster 
needed if child has 
had DPT or Td immu- 
nization within 10 
years; for contamin- 
ated woundSj^ within 
five years* 

Mo booster 



Tuberculos is 
(TB) 



Tuberculin test is 
not an immunization 
but an injection In 
the skin to test for 
tfie d Lsease % 



Before (or at) Annually if T3 pre- 
time of DPT and valent ; annu.al x-ray 
If test measles vaccine remains 
positive 



Smallpox** 

*Many doctors now prefer to use a gamma glihulin preparation instead of 
booster in these cases. * ' 



**Iminunizat ion is not now given, since illness and death related to the vaccine 
is .a greater threat than J[he risk of the disease, Itself. Exceptions are made 
for those traveling to knpwn "smallpox areas of the world* 



Accidents and poisonings cause more Natalities and crlp;ilinyj 
injuries than birth defects and disease* You cannot prevent every atcCident 
or injury to youir child. Accidents are natural and part of the proc/efes of 
living. You can, however, make your home and ne Ighborfioods safe f(/r your 
Qhild by following some of the advice given in pamphlets like Youn g Chil dren 
and Accidents in the Home , put out by the Cliildren's Bureau of the Department 
of Health, Education, and Welfare. Since- they only fiave limited supplies, 
thi:^ specific pamphlet may not he avalla[)le* Vou should ask fat any materials 
on accidents and poisonings in general. 
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In Summary 



If you are' considering having another child, there are many 
thirigs that you can do to ensure that the child will have the best chances 
^ possible to grow up healthy* There are agencies in, Lake County (for 
example, Lake County Public Health Department, the Health Systems Agency 
of Kane, Lake, and McHenry Counties, the special education districts) that 
are working on the prevention of developmental disabilities. They can help 
you by plroviding the latest information on medical and nutritional develop- 
ments as th'e infdtmation in this section becomes outdated. As parents, you 
are the most influential people in your child's lif^, (J^e the information 
and services that are available to ensure th^ best possibilities for a healtHy 
life for your chlldreu. - . 

Recommended for Further \eading 

\ • 

Brazelton, T* Berry, Infants and Mothers: Differences in Development * 
1969 New York: Delta, 

Month by month descriptions of the behavior of children in 
/the first year of life. Differences in the achievement of 
growth are highlighted by the presentation o? contrasts be- 
♦ tween the quiet average, and active baby. 

Milunsky, Aubrey, M,Dl K now Your Genes > Boston: . Houghton-Mifflin. 

1977 Written In non-teclmical terms, the author describes genetic 

counseliV^g and rece-^tly d'eveloped techniques of prenataT 
diagnosis and carrier detection, their safety, accuracy and 
who needs them. Diseases, birth defects, and drug r^ictions 
resulting from the int^eract ion of genes and environment are 
fully discussed. 

Mcf!amara, Joan and Bernard. The Special Child .Handbook . New York: Hawthorn 
1977 Rooks. ' 

A non-technical mSinual for parents of children who have 
special needs, j)ased on personal and professional experience 
of the authors. This manual expapds on every subject we 
have covered in our manual, giving more\examples and infoi;-- 
mat ion than we had room for., A very good book to have for 
'^your reference throughout your child 's- lifetime . 

Spock, Benjamin, Baby and Child Care . New York: Pocket Books. ^ 

1976 Best-selling handbook for parents ever published with over 

28 million copies sold. It Is a very practical guide, 
especially to childhood disease and illness . There have 
beeit several editions published sJLnce 19A6, so make sure to 
get the most current one. V 
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For pamphlets on preventing accidents and poisoning write to: 



Children's Bureau of Child Development ask for 

Office of Human Development 

Department of Health, Education, and V/elfare 
Washington, D.C-. 20201 W 



For pamphlets on immunization vnrite to: 



Young Children 
and Accidents in 
the Uome> DHEW 
publication No* 
(OHD) 76-3003A 



Center for Disease Control 
Public Health Service 

U.S.- Dept. of Health, Education, ^nd Welfare 
Washirigton, D.C^.^^^0201 



ask for : P arents' Guide 
to Childhood 
Immunization 
October 1^77, DHEV: 
Pub. No. ^OS) 77- 
500^8 



If you're Interested in amniocentesis and genetic counseling but cannot arrange 
a referral through your o\m doctor, there are t^ro national organizations that 
will refer you to an appropriate medical center in your vicinity: • 

** • 
'^he ''lational Foundation-March of Dimes makes referrals from its Interna-- 
national Directory of Genetic Service, a listing of medical centers 
throirghout the world. If your local March of Dimes chapter "doesn ' t 
have a copy, send a stamped self -addressed envelope tb: Science Inform 
mat ion Division, National Foundation-March of Dimes, Box 2000, VJhite * 
Plains, N.Y. 10602. AsJk for the listings that apply to your area. 

The National Genetics Foundation makes referrals to medical centers 
throughout the country. "We're very selective/' says^Ruth Berini, the 
executive director. "The only centers? we refer patients to are those- 
with very stable lab results." The foundation also surtplies'' literature 
on amniocentesis, genetic disease, and genetic counseling, aa pell as a 
''Family Health History: questionnaire to fill out. For information, 
vnrite to: National Genetics Foundation Inc., 9 Meat 57th Street, ^^;C 10019, 
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CONSUMER ACTION 



Parents are the most important part of the team of specialists 
who work with developmentally disabled children. They are the only members of 
the team who 'remain with the child throughout the life cycle, Parertts^ observa- 
tions at home provide an important check on progr^ims ' reports about children's 
abilities. Starting- with the baby book, it is important that parents keep de- 
tailed accurate records to ensure proper diagnosis , assessment , and placement^ 
Comprehensive records maximize the ^benefits to be gained when any new facility 
or service is contacted. Parents are considered as •consumers \Xi terms of: 
the needs of their children, their children's programs, thelr^ membership in 
parents' organizations, the planning of programs, and legal and legislative 
advocacy. • . 



►As a beginning, parents can improve their . children ''s home envi- 
ronments. * For some families relatively minor adjustments are nece^saryMn the 
home or in family interactions. For others, however, the requirements of a 
developmentally disab'led child in the home could seem overw|ielming. The Impact 
of- the cKild!s disability on family routines can be minimized" by changing such' 
things as home design, clothing, equipment, or seemingly simple things such as , 
tSys, play, going to the supermarket or eating meals. The Chapter on Needs of 
Children at Home provides ec^ucational activities and practical ideas that parents 
can use at home with their handicapped ^^iitld. 

* Secondly, parents can have a say in how their children are educated 

and treated in programs in which they are enrolled. The Chapter on Children in 
Programs discusses^ selection and monitoring. Involvement with their children's 
educational and residential programs gives parents the opportunity to provide 
improvement in their children's developmental programming. While children are' 
in school, by law parents must receive notice in writing -before the school changes 
a child's program, ^Parents have the right to give or withhold permission 
for their child tJy be tested, evaluated, or placed; to see all school records; 
t and to request a hearing if, they disagree with any of the school's procedures, 
It is important that parents attend all meetings held to plan, evaluate, and 
change their child's educational program. Parents bring to bear^broader con- 
cerns for the child's development. As a nijpmber of the team receiving and 
giving information, asking for and providing explanations children's school 
progress will be smoother and have Continuity, Professionals can then become 
valued consultants if a cTilld's behavior or abilities cl^angfe, if discipline 
becomes* a problem, for example, or if it seems a different educational program 
might be better for a child. \ ' , 

^ Thirdly, parents can participate in existing organizations. At 

first parents are usually preoccupied with their own children. Later, many 
come to the realization tbje programs will die or be cut back if they do not 
fight for the rights and dignity of all developmen^tal ly disabled persons in 
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dhelr community-r, kta^e, and whole nation, parents ' organizations have developed 
through shaVing common concerns , settstng up> their own facilities, to becoming 
thoroughgoing advocates..- Parents can become involved in parents' organizations 
in^ many ways in the .administration of programs, by starting new programs, 
and,":advocatitig for the legal- rtg^ts o£ their, child* and hartdicapped peirsons in 
general. The Chapter on Parents' Organizations covers responsibilities of 
membe^jship and the ^Cypes of organisations available. • ' 

• ■ '\. ■ - . * ■ ' 

b-ourthly , parents Can plan new prog^r'ams. Although a'great deal 
of progress^ has Befen made in the provision of services over the last three decades 
there are stMl umtiQ^t needs, the Chapter on Parents as Planners outlines the 
components of comp^rehensive network- of service^ to facilitate the identification 
of service gaps,- Filling service "g'aps can be accomplished either thtough exisCTLng 
organi2'ations or. by .starting new ones, , Beginning- suggestions for bot^ alterna- . 
tives" are provided. , . . ' % 

Finally,- parents can -be-come advocates for their own and alt 
(developmental ly disabled persons. The Chapter on Legal and Legi's la£ive Advocates 
outlines specific legal rights of developqientally disabled ^hild^ren not 6nly in 
education, but also in health emfiloyment ,■ voting,' driving, public transportation, 
residential;, facilities , and economic welfare. ^I'Viete are a t^umber of private and 
government [irogtrajns designed to promote appropriate educ'ational , employment,^ 
afnd living environments.. Only through continuous, monitoring of Aavailab le si^ices 
and programs can, parents ensure,, that legal requirements are met; bnly thrO^h 
constant advocacy at the community, state^ and federal '.evei will new legislation 
be enacted to upgrade current legal requirements. <^ ' ' 

•■ • ' ■ '■ > 




Parents And The Needs Of Chirdren At Home 



.This section is^designed to assist you with the special needs 
of your developtoentally di^sabled child at home. For some families relatively 
minor adjustments are necessary; for others, more- major changa/^ may be worth 
the effort. This chapter offers suggestions about everyday activities at home, 
clothing, and home design. • , . 

Whil-e bhildren with developmental disabilities need special con- 
siderations, they are primarily children. All children need supportive homes, 
where they can havfe the freedom to choose among appropriate options, with 
responsible adults helping t^defifte limits to that freedom. Tht degree of 
yonx child's^ developmental disability will define the amounts s&d kinds of 
repetition, expectations aijd rewards which are appropriate. The experience of 
learning and teaching, and the commitmerit and investment in that child are the 
same aa for any child. The" rewards and satisfactions may even be greater and 
more exciting because of your extra effort. 



bevelopmental Activities at Home 

All children develop'at their own rates. Some will have spurts; 
some will develop very gradually; some "Will devplop well in one area but lag 
in another; some will develop quickly and then later slow down. There are 
averages for the attainment o| developmental milestones. For developmentally 
disabled children these milestones can be used a3*guidelines for sequencing 
tasks to be attempted. One of the most difficult challenges for 'any parent 
is to permit your child to develop at his/her own pace. Avoid the tempta- 
tion to make comparisons with developmental guidelines for "average" chil- 
dren. Your child's abilities can be discovered by noticing progress. By close 
observations of your child you will be able to tell when to encourage further 
development, at what speed your child can leatn, and where your child seems • 
to do best. If your child less than three years old, an Early Intervention 
Program will offer more specific help. For older children,' school personnel 
can offer valuable suggesti()ns to complement classroom activities and therapy. 



Language 

Starting with the first smile, there are various stages that a 
baby must go through before beginning to talk. These include cooing, "gurgling, 
laughing, squealing, and babbling. Each of these skills must be mastered be- 
fore the next one can be learned. 

Babies make ali kinds of noises, which develop into sounds that 
resemble parts of words: "ba", "da", "ma", "goo", "ta"^. These are called 
babbling sounds. Listen for these sounds. You want your child to work on 
these sounds, because they are the ones he or she will be putting together into 
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words ♦ Play with these sounds, showing your child how to make them. When-- 
ever your child makes a babbling* sound, do not let it 3\ip ^way without . 
responding. Repeat the sound usiag a lot of facial expression. Repeat 
it again changing the tone of your voice, ^making your voice go high or low. 
Try to get^our child to imitate sounds you have already heard him or her 
maker Once you succeed in getting your child to imitate 'k* sound you have 
made, you can begin to change those sounds, atid teach yiur child new ones* ' 
Children learn to speak best when you talk directly to them. 

'.Start slowly, and only move on when you see progress. Patience' 
and simplicity are the key words in helping your child , learn* to communicate. 
Be persistent. Incorporate your exercises into daily play. ^ 

Keep in mind that a cliild's attention span is brief'. Try and 
keep your responses short ^and precise, as your child may forget quickly if 
a long explanation or question is given. Repeat the same short phrases several 
times, with slightly ^different variations. Repetition is a good vay 1 to learn • 
and can become an enjoyable game. 

.The grocery store can^>e a great place for practicing communica- 
tion by identifying differences and similarities in foods. It seems to be most 
effective if only one of two ideas are involved. When ^king cans off Ja shelf 
describ^ the colors;' ask your child to point to a iS^rtaiA color or a pirtain ^ 
food aira to^ repeat the word. ^ Then, ask your child ^to fink the same color or 
shape or food somewhere else,* and so on. These same learning games can become 
part of mealtimes and other shared family activities. As your child's abili- 
ties develop, these games with lariguage can become more complex. 



Movement 

Stages of development of movement and coordinsftion may be^ de- 
layed but jou cannot let valuable time slip away. Start stimulating movement 
as soon as pgsW'ible with your child.' If your child does not lift his or hef 
head up, after' •the fourth month pick up your child holding the head firmly so 
that objects arSt^nd can, be seen. .Show your child colorful objects and get 
^^our/ child's eyes to follow them as you move the objects. Place objects into 
PPVour child.'s hands. Some children will not be able to sit alone without sup-' 
port until well into their second year of life. This developmental step can 
b? .encouraged by propping up the baby against pillows (at* about 10 months) or 
b^j. fusing baby chairs. 

' ' . All muscles in the child's body need to be exerdised. Raise- 

the' feet and legs to encourage leg movements. Pull the baby carefull3r Into a . 
sitting position (after 4 months) to enco'urage development of the back and neck 
muscles. When your child can sit, introduce kneeling, by gently placing him 
Or her in that position. Give your child support with your arms to encourage 
standing. When your child can stand with support, encourage walking by hold- 
ing onto his or her hands and gently pulling forward. 
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Always encourage your child to do as much as possible and to 
work towards iigprovement , even If movements are awkward. For example, meal-- 
times ar^ extremely important as £^family time. If the child is just begin-- 
ning to learn to eat, the resulting mess and amount of help required may be 
disruptive for the'jrest of the family members. One id^a to make learning to ^ 
eat a more pleasant experience is to allow your child tp eat the main meal 
before the rest of the family then to give y9ur chi4jj/"f inger-f oods" (such 
as cheerios, crackers, carrots, and bananas) at the table while the rest of 
the family eat^ This way your qhild is a part of the family, is not as - 
disruptive of ofl^rs* mfeals, and fine motor coordination is being encouraged • 

Limit the number of skills being taught at any one time,. For 
example, until the child has mastered using a spoon, J^y to disregard the 
mess on the. floor and on the child^ (An Old shower curtain can be used as • 
a'^drop cloth under the child's chair and is easily wiped off J Once the 
first step, the spoon, has been handled; the concept of the r\apkin might 
then be introduced. For older children, an example might be 'to get them to^ 
help with meal preparation by having them put ncmbVeakable items on the table, 
Again^ motor codrdinaticn isj being encouraged, and your child. is receiving 
extra attention and affecltion while, learning to become as self-sufficient as 
possible, 4 

f 

Self-help Skills ' ■ , . 

What exactly is meant: by "self-help skills"? Self-help skills 
are the most basic skills that children learn ir^rder to care for themselves, . 
These include feeding, toilet training, dresa^Mfc, cleanliness, grooming,, and 
caring for d^e's jown property, The^e skills ,^fcually taken for granted of ten 
must be- painstakingly learned step by step by developmentally. disabled children. 

Babies begin to acquire self-help skills ^ from their first day. 
For exampl^e, for rao^ children sucking is a natural reflex that does not have 
to be learned. Some children, however, must be taught tg suck. When babies 
egin to bottle feed, some grasp the bottle firmly, whereas others need to be 
aught how to hold onto it. Bottle and spooq feeding will most probably be 
used for a Ipnger time than with the average child but* the developmental se- 
quence of learning skills will be the same. 



♦ Show your child how to get dressed and undressed by guiding 

the child's hands thrown gh the m6tions. At first, you might just leave the 
last step for the child, for example, let a sock hang from the veiry last toe 
and let the child pull the sock off, .Shirts 'that do not have buttons on them 
are much easier to use than those that do. Be careful not to "take over" top 
often. Try small steps So you can allow yourself^nough time to be patient 
while your child attempts that step, ' 

After youtt child learns to, walk, and caul carry objects, yoU ^ 
can start teaching him or her how-to set the table, and\6w to help you with 



106 



other chores arouqd the house. Find some activity that* the child Is capable 
of l^ar^ing, and make that activity a useful and vital part of your houee- 
hoXd routine. " ' - 

. The average child responds to toilet training anywhere between 
the ages of 16 months and 3 years. Deyelopmentally disabled children in 
general will be older, depending upon the severity of the disability. Before 
you can teach self-initiated toileting your child must be 'able to walk to the 
toilet, be able to pu-11 his or her pants up and down, and have an understand- 
ing of simple commands. Foxx and A.2rin have published .a manual for program 
staff called Toilet Training the Retarded which you could use as a guideline 
as well. Talk to your child's teachers, and try to observe in the classroom, 
to make»sure the same commartds and procedures are being used at home and at 
school". * , 



Frustration^ Discipline, and Limit-Setting 

If you^ child is not ready for a new task or activity, try 
again at a later date. Do not push your ^ild' beycnid his or her capabilities. 
•Mscouragementp, from continued failure blocks/learning. On the other hand,' 
cljildren can learn to" pretend ignorance in order to get you to contintfe to 
cater to them. Listen to what teachers and therapists tell you your child is 
doing at scfiool; t^ them what yqur child is doing at home. Make sure valu- 
able time *is not^belng lost, at home or at school, either because too much or 
too little is being expected. Step by step, with the days, months, and years 
of encouragement, you will see you^ child developing new skills. Throughout 
these activities remember the importance of communication. Use speech and 
gestures at all times. « 

Throughout all of these experiences and learning patterns, 
both you and your child at soipe point may begin to feel frustrated by the 
seeming lack of progress. That's "just "normal bperating procedure" and, in 
fact, it can be heathy to acknowledge this feeling. .The admission of frus- 
tration can often lead to'modifJ.cations and further trials. As for the child' 
feelings of frustration, this too can be healthy. A child needs to learn to 
cope with such, normal feelings, The attempt to remove all barriers to learn- 
ing and development, in fact, may prove to be somewhat detrimental. Let your 
child's developmental stage ( not your child's 'age.lri years)' set your expecta- 
tions for your child. 

I 

An area of frequent concern for parents is discipline or limit- 
setting.^ The methods and kinds of parejit^l discipline should be the same as 
for any child ♦ Explanations and restraint work best in teaching your{ child 
self-discipline. All children need to be aware of socially acceptable behavio 
It may not seem so necessary when your child is young but as adolescents, inap 
propriate behavior will not be as readily tolerated by others. Skills like 
learning to get. dressed, arid how to dress properly for different situatlt)rls 
and for different kinds of weather," h^ve an etfesJr^n how others will relate 
to your child. r j^q^ \ ^ 
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Modifying Your Home Environment: ' , .. t • * 

'I * , 

There are many ways in Which your daily. life patterns C3n be 
modified to incorporate learning experiences for your child". For instan^e, 
If you have a pet at home, your child's experience with that pet can help In 
developing relationships with people. 

* * . 

Toys cmd Books ' ^ < 

* Books and toys (whether purchased or created from items in 

the home) are crucial for any child's development. Check with your child's 
pediatrician, teacher or therapist about which kinds of skills your child 
needs most to practice so you can purchase or make toys and books accordingly. 
^^any toy- manufacturers will send you a list of their toys which may be espe- ^ ' 
cially suited to your child. Ask teachers and therapists for catalogues of 
educational toys and books. ^ School and community librarians are obvious resources 

Clothing ' . , 

Dressing can be a real challenge' because of the way clothes 
are made. Zippers may b^nreachable , buttons may be too small, belts may' ' * 
m^e it difficult to lower \ants for goili^ to the bathroom, raising or turn- 
ing the armsl to put on a drejss or shirt may seem' aft impossibility. Three' 
main criteria to keep in mind are-th^t your chij.4:',s clothing should be conv. - 
tortable, look attractive, and allow independence in • dress in-g and undressing. 
Two examples of modifications possible are to replaQe zippers -or buttons with • 
velcro fasteners, and to buy shoes without laces. Veterans' hospitals and 
rehabilitation- centers may have sta/f available for consultation on more com- • 
plex problems. ' ^ . 



Home Design 



A Tifore time consuming and difficult task is that of restyling 
your home to allow your c^hild freedom of movement. »In some cases, only minor 
interior ad-iugtments are needed such as lowering the telephone, or raising the 
electrical dtitlets. "A light switc'h on the outside of a room makes entering 
much simpler. In the bathroom, grab bars in the bath tub are fairly easy to 
install. If the bathroom is small, grab bars on the inside and the' outside 
of the door frame can jielp in moving from a wheel chair to a standing posi- 
tion. Flexible shower attachments make bathing more comfortable and safer. 
Guard-rails, elevated seats, and wall-mounts can he built to make usinff the • 
toilet easier. 

' ■ - 

In the kitchen if remodeling can be done keep irt .mlnd«such 
things as : ^ . « . 



' JOS • 



t 



'^-^ -accq^sibill^ (ho^T^lose ;pablnet8 are to* refrigerator 
/ and stove/ ai^^€e^a Vltchen whi<:h is Idng and apaclous ; 

' : may .actually ^be inefficient ^or the* ^j!ga*blfed. parsoji)'^ I 

^ * . -level (whilfe sitting pn a chair or stool ^or wheelchair," 

\ " • * ■ . the hafidic^pped ^person should be ati^e to reach the 
^ * ' counters comfortably);'. I • . , ' , '! ^ 

* ' Wno^tlnuity^of coutxter. splice Cnothiijg between refrigerator^ * 

* . Sinkfe and sddve ^ that a\'dlsablpd person doe^ inot have to % 

\ . ' \ carry or. lift Ult^chen it€ms) ; * ' * . . , 

/ . • ' / . ^ - . \^ ' , ^ \ i^'^,' 

ITE remodelingt is a problem,^/ aAci It cap, be e^eqsive/^sqme* simple ideag ;^re%^ - 

, .■ \ " ■ ' ^ ..^ ' . ' ; * ' ^ 

-using Lazy iusaris* and pegl^to^rds for storing * iv)ts and pans 
at- the rigfTf' height; / ' ^ ' * 
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:■ ^ -utllij^ziftg standing'cabihetg with casters for easier 

r ^ — mobility; ' s, V 

^ ' / ' ■ ■ ' #• ■■■■ 

-making Stoves safer or more convenient by having the con- 

' trols on- thai top, in the front, or on the side; 




-buying a refr iterator wi^ the freezer on the bottom for 
easier access » V ^ * v ^ 

Tfiiesef are only brief descriptions of ^^ome ihodlf icationa that 
can. make •! if e a-little easier for your-child; We hop^these suggestions will 
stimulate your own .creativity and fiirther reading. f\ 

' -Recommended ^or. Further Read j.ng 

• . k . ■ , 

Boyd, Neva L. Handbook, of •Recreat;lorm l New York: Dover ^ Orijjinally 

^ 1975 j^ublished in 1945, thiSs^gk contains the rules f ot' many 

^ /commOT) games, that children play. Includes, rul^s and diagrams 

^ fot 18 categories of games with up to 59 games In a category* 

Examples ar^^ hopping and jumping games, throwirtg and catching 
' . games', bouncing ball gaihes,^and v6cabulary games*- 

Boyd, Neva L; Hospital and Bedsjje Games . Chicago; Illinois: H* T. FitzSlmons. 
1945/ . • collection of ^ames^ priginally .•cojmpiled*(|^n response to requests 
./ . for aqtiviti-ed, at which' people in hospitals could play. Many of 
the games are- too advanced for young children, but some are 
• applicable. * - ' , 



-V 



105. 

I 1^ 



« ft 




Caplan, Frank. ThQ Flrat Twelve. Months of Life . Mew York: Bantam. 

1971 , The book dLeacrlbes the sequencing of normal and expected 
' Infant behaviors aAd dnfant rearing practices. Th^ dls^ 
^ cusslon of 'a child's gi^g^th montlj by month with accom- 
panying charts for motor, language*; mental and social 
.develppment will helf> you undfei^stand and assist your 
child through the stages of ^development regardleas of ^ 
1^ rate of progress. • % ' 

Gary, Jane Randolph. Hqw to Creatp Interiors , for the Disabled . New. York: 
1978 ' Pantheon. Books. . 

A guidebook fo# families and friends of t|i6 disabled for th^ 
construction of home environments that are useful and com- 
fortable fol- the disabled.', 

Foxx, Richard M. and Nathan H. Azrln. Toilet Training the Retarded; A 

1^73 Rapid Program for Day and Nighttime Independent Toileting . . 

Champaign, Illinois: Research Press. 

Detailed step-by-step descriptions of techniques. used In 
toilet training the retarded. Written for special educdtors, 
residential jfrogram" staff, arid parents. Coft tains examples 
of charts for keeping track of the child's progress, and 
information on special equipment and clothing. 

Hartley, Ruth E. and Robert M., Goldenson^ ^e Complete Book of Children's 
1963 Play . New York: Thomas Y. Crowell. 

Information on children's play from birth to adolescence, 
designed to lise the special characteri«tics of each year's' 
growth to plan rewarding play experiences. Contains practica 
lists of materials and resources including household items to 
save and (I'se in play. 

( ■ 

Ilg, Frances and Louise Bates Ames. The Gesell Instittjte '5^\Child Behavior 
1955 from Birth to Ten . New York: Harpet & Row.^-^ — ^ 

Practical guide for parents. Discusses chilxiren's behaviors 
within the context of their growth and development. If you 
focus on your child's develS\)miental stage (rather than the 
- chronological ages .given as guidelines) this book can help 
you with the timing of information given to your chil^. 

Junior League of Spartanburg. The Cookin|^ Kit . The Junior League of Spar- 
1977 tanburg, li\c., P.0„ Box /2 881-, Spartanburg, South Carolina 

29304. 

Cookbook written oh a second grade and under reading level 
as an aid to cooking, selection of recipes, and me£(l planning 
Every step in the preparation of a recipe is Illustrated and 
.color-coded. A set of aluminum measuring cups and spoons, 
color-coded to the measurements in the recipes, is packed 
with each cookbook. 
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Klinger, Judith. Lannefeld. Mealtime Manual for People^tflth. Disabilities 

1978 and the Aging^ Oaraphell Soup Company, b5x (11M)56, Camden, New 

Jersey 08101. 

Primarily designed ^or.the physically handicapped homemaker. 
Useful .for providing ideas about how to modify kitchens and 
utensils fpv the person in a wheelchair or who has problems 
» - working with both hand^ ' • ^ 

Lazar, Flora^E, and Richard Lazar. A Resource Guide for the Physically^ 
i978 Handicapped of Chicago > Access Chicago, Rehabilitation 

Institute of Chicago,. 345 East Superior Street, Chicago, 
Illinois 60611 • 

Designed to help .the physically handicapped gain access to 
coinnninity resources — such as, transportation, employment, 
housing, recreation, . and education — as a part of Independent 
living. Also contains a section on special equipment huch as 
prosthetlc-orthotlc devices telephones , and typewriters. 

Lorton, Mary Baratta. Workjobs . ^fenlo Park, California: Addlson-Wesley^ 
1972 Suggested activities for children which are designed to de- 

velop their skills In perception, matching, classification, 
number sequences, relationships, and others. An Index at the 
^ end of the book lists the activities according to the skills 
"which they develop. 

Marzollo, Jean^and Janice Lloyd. Learning Through Play . . New Yorki Harper 

1974 Colophon. ^ • • 
Written primarily for parents of children at the preschool 
developmental stage. Activities for developing children's 
skills with regard to the* five senses, language, relation- 
ships, classifying, counting, measuring, problem solving, 

'creativity, self-es^em, and others are Irjcluded. 

White, Burton L. The First Three Years of /Life . Englewood' Cliff s , New 

1975 , Jersey: Prentlce-Hall . 

Detailed guide to the Intellectual and emotional development 
of the very yo^ng child. White divides the first three years 
Into seven successive developmental phases for which he pro- 
vides both a comprehensive; description of the characteristic 
physical, emotional, and mental developments of which parents 
must be ^aware and a detailed list of Instructions concerning 
childrearlng practices, parental strategies, and even toys 
J and equipment. 

The Access Chicago book (see Lazar) was used as a model for a 
similar guidebook to Morth $.uburban Chicago published by t'he League of Women 
Voters. ^, Access Morth Suburban Chicago covers the geographical area from Vlaukeg 
and Gurnee to Des Plaines and Evanston. Included are stores, shopping centers, 
restaurants, theatres, places of xwrshlp, and office buildings. Copies can be 
obtained from: Lejigue of Women Voters 6f the Deerf leld Area P . 0. Sox 12A 
• Deerfleld,' Illinois 60015, - 
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Parents of Children in Programs 

... • t ' ' 

BecDmlng informed and bein^ persistent are the two most impor- 
tant ass^s you can develop to ensure continuity between what you do at home 
with your child and the services your child receives ,^t school, park district 
programs, or in therapy. To help your child effectively you' must become in- 
volved in your child's programs. / . ' 

0 t 

The first step you miist take whenever you want to have a say 
about a program is to find out about it. Perhaps the biggest problem' is to * 
find out the information you need. >Remember that no question is too stupid * 
to ask. 

Selecting Programs 

Selecting the program best suited for your child's abilities 
involves visiting the progrkm(s) that^is(are) available. Talk to teachers 
and' administrators about the instruction and treatment your child would re-- 
ceive. Here are some of , the kinds of questions %q ask: If ydur child re- 
quires specific kinds, of treatment,' are they available? Do teachers have 
aides. to help f)rovide individual attention? Are special exercise and instruc- 
tional facilities that your child needs available? How much do handicapped 
and nOn-*hand£capped children mix with one another? How can parents get in-- 
volvexl in thifc program? 

Visit the classrooms and other facilities that your child 
would be using to obsferve them in action^ Try to picture your child in the 
program* 

Once you have the information you'need, act on it. fhink of 
what needs to be done and plania series of smaller steps to enroll your child 
in the program. Work on only Ane step at a time. 



\i 



If you are seeking information about a private school, day school 
or residehtial facility, you may be guided by a list of 101 questions prepared 
by the American Association, on Mental Deficiency. Order the list free from the 
Ch;Lcago off ip- of the Illinois Assdciation for Retarded Citizens. To help you 
evaluate public or private day schools, the Coordinating Council for Handi- 
capped Children in Chicago has- published a one-page checklist you can order for 
free. (See directory at back for addresses and telephone numbers.) 

To find day care, you may run into problems. Lake County does 
not have enough licensed day care facilities to handle the demand for day care 
services, especially in Waukegan and North Chicago. If you waqt day care ser- 
vices (or if you want a license to offer them yourself) , contact the Illinois 
Department of Children and Family Services, 4 South Genesee • Street , Waukegan • 
60085, phone (312)244-4640. 
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To find out about certain kinds of services, you may ^en con- 
sult the yellow pages of the phone book. Some listinjfes you may need a^ej 

D^y Nurseries . ' ^ t^hysicians , , 

Employment Service-Governraent I^diatrists 

Governmental Offices Political Organizations - / 

Hospitals ■ • ; • PsychologjLsts 

Lawyers ' Railroad^ 

Libraries • I || Recreation Centers " 

Marriage and Family Counselorsjl' ' Schools / , 
' Medical Groups I Social Service Organirationg 



Optometrists i ji Telephorje Companies 

Physicians and Surgeons' | Translators and Interpreters 

Information Bureau 

I " • . 

If you find an appropriate program but cannot get yottr child 
into it, get a clear explanation of the reasons your;.child was denied entry 
into the program you seek. Find (put what criteria were used and who decided 
not to admit your child. You will'^oed to know this information if you want 
to try to get the decision changed.;. 



If you feel your chi|d does have needs which require a parti- 
cular program, consider obtaining atl\ independent evaluation. You probably 
will have to pay for it yourself, b^fc the program may be required to reim- 
burse you if a state Official later Irules at a hearing /that the program's 
evaluations were inappropriate. HaVis your own evaluation conducted by people 
who are qualified and certified by Che state. -Show those people your file of 
records of previous medical and educational evaluations, including copies of 
each test used to evaluate your childl's needs by your local school. Ask that 
you receive copies of the indepfendent evaluation when it is finished. 

1 - 

Finally, contact the program and tell it about the results tf 
your independent evaluation. Insist writing that the program's evaluation 
team consider the results. Request the evaluation team meet with the profes- 
sionals who performed your independentt evaluation, because listenifig to those 
professionals is the best way for program staff to learn about the independent 
evaluation. 

It is unlikely you will have to take all these st^ps to get' the 
program you want 'for your child. 'Most program staff usually respond well to 
special needs. But make sure progfam personnel do not leave you confused. 
They should be able to explain decision^ to you simply and clearly. Make sure 
different staff members and professionals communicate with each other, toO, so 
that you do not get stuck with a runaround whenever someone does not have the 
answer to your problem or question. *. 

Monitoring Your Child's Educational Program 

If you question or challenge actions or decisions made by a 
school in which your child is already placed, you will want to settle your 

/ ' • . . . 
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differences of opinion as constructively as possible • If you are upset, do 
not get involved In angry personal conf roatatione , but convert your concern ^ 
to action. Make- sure you become familiar with your child^s rights before yorii 
take act ion • Here are ten steps suggest;ed by Conimon Sense from Closer Look , 
fthe publication of thp ^Parents Campaign tor Haridicapped Children and YoutH 
(Box 149 2, Washington, D.C. 20013): . ^. 

1* Talk to your chllS^^s classrqom teacher and ^ to other school 
people who are aware of your child's needs, such as the counselor, nurse, school 
psychologist o:^ social worker. See if adjustments or changes cap be made through 
understanding and cooperation ♦ 

.2. If this does not work, find out who among these people^is » 
sympathetic to your need^. Ask them if they will be willing to come to meetings 
with you later, or to supply letters or statements supporting your position. 

3. Discuss your concerns with outsiders, such as your family 
doctor, a parent adv6cate, or other parents in your school's parents' group. 

4. Keep records of everything. Record dates ancL names for 
future reference. 

5. firing your concerns to the attention gf the school principal • 
Present any documentation you have to him. Be self-assured, but not belliger- 
ent or' applogetlg. Stick to your argument^ After this aUd other conf ei^ences , 
write a letter to the priitcipal summarizing. your understanding of your conver-- 
sation, . * 

6. If meeting the principal does not work for you, go to the * 
Superintendent of ybur Special Education District if you live in areas served 
by SEDOL or NSSED, or to the Director of Special Education if you live in 
Waukegan. Again, present any documentation you have, and follow up the meeting 
with a letter. "/^ 

When you 'meet with the principal or superintendent, ask to in« 
elude fn the o^iScussion other people familiar with your child's problem. 

v ^ ' 

A 7. If you still do not Succeed, remember — be piprsistent and 

assertive. Bring your cojnplalnt before the local school board. A sympathetic 
school j^oard can bring about immediate action. 

tj 

8. Also, get in touch with the Illinois Office of Education 
(see directory in the back ol this handbook). Explain the problem^in a letter, 
and ask what help the state can provide. 

9. Illinois has complaint officers whose responsibility it is 
to investigate complaints and monitor the compliance of school systems with 
the law. Ask t^ie Illinois Office of Education how you may get in touch with 
a complaint officer^ for information and advice. 
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10. Get others to help vou^ See if other members of your 
school's parents^ group will help you by attending meetings or- by writing 
letters in support of your cause. Contact an advocate; Illinois has a fields 
advocdte in Woodstock, and private advocates are available for a fee. As a 
final step, you (fen call for a due process hearing. For more information 
about this procedure, see the Chapiter on "Parents as Legal and Legislative 
Advocates" in this handbook, ^ 

f» • 

School and other officials* may not consider you to be objec- 
tive about your child ^s needs* >They know you have a special interest in 
your child, and may* try to discount your requests or put you off without 
giving you the Answer you want. If this happens outside help is especially 
important to you. 

If you are unsure about your child's rights ar you are^^lftuc- 
/'tant* to ♦challenge school administrators or^ teachers, the Coordinating Council 
for Handicappeji Children in Chicago may help you* The Council operates fte-- 
quent sessions in rights training* The training is designed to help you deal 
with school and other of ficials • 
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Parents as Memhera of Parents' Organizations 

When Laremont School opened in Gages Lakei in 1975, spectatqrs 
watched games in Laremont 's gym without a convenient record of the, scores. 
But in 1978, Laremont's Parent-Teacher Federation held a springtime *"fiun fair" 
to raise jnoney for .bhe school. As a Result; Laremont installed its first - 
scoreboard * . * 

This Is only one example of many ach;Levements of parents oJ^ 
developmentally disabled children in Lake County. No one pa'rent had enough 
money to purfchaae a scoreboard. Together, however, the parents provided a • 
way to purcHjase one , 

Together, parents can influence the content of education pro- 
gramq and set priorities for the future. They cdn ^lert the public to special 
neeSe of their children. They can lobby for new laws at the local, state and 
natioWl levels. Thpy can bring pressure on local schools and agencies to 
betterNaerv^he developmentally disabled. They can sponsor social events and 
provide ^asi^: services. to one another such as babysitting and tutoring. 

Parents can accomplish many things when they organize. Parent 
groups are the single most important factor behind the progress made in recent 
years in the rights of handicapped children, .Today, parent groups continue to 
break new ground. ^ ^. 

A parent group brings together people with cotmnon interests. A 
group wilj. help you find that your problems as the parent of a handicapped 
child are shared by others. 



Becoming a^^F^iaber 



If you are the kind of ^rson who has been involved in clubs and 
organizations all your life then you will probably find it quite easy and an 
enjoyable new experience to join another group, if you have Ht>t tj||come skilled 
at joining groups, then it will take longer to make friends iWid to feel accepted. 
Everyone feels awkward and like an outsider when they first attefend a meeting of 
an on-going group. Experienced people have just learned to persist until those 
feelings are replaced by a feeling of belongingness. Plan to attend enough meet- 
ings to give the group a chance. Volunteer for small tasks at first —helping 
with refreshments, for example. Look for people who seem to be alone and ask - 
them about their children. If your child has developed friendships at school, 
ask the teacher to introduce you to the parents of those children. Do riot be 
afraid to join a group of people who are talking and just quietly listen. Even 
if you do not understand everything they are talking about right then, whatevet 
you learn will help you to understand and be more .involved later. Professionals 
new to the field of developmental^ disabilities say it takes about six" months to 
;earo all the new terminology ("labels" or "jargon") —and they are involved in 
talking to informed others 40 hours a weekjpr sol 

He 
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Pace yourself. Only attempt what you c^n realistically under- 
take at the time. Try^o keep your involvement at a level which you can main- 
tain over the lon^ hault Do not undertake so much, that you will %um out" or 
so little that you always feel like an outsider ♦ There will be times when you 
cap put a lot of effort into a short-range .project , such as working for a 
bazaar of a particularly important piece ^of legislation* There will be other 
time^ when attending meetings is the extent Qf the commitment you can manage./ 
Say "yes" to requests when you have * the time, can make a contribution,- and can 
iearn.from a new experience • Say "no" and give an explanation or, of fer an 
alternative ^when you feel too much is being asked, of you at a particular time* 
It ia important t of develop a reputation for following through on coramitmentg> 
however smaM or large, to remain valued as. a group member* Do not let your- 
self and others^ down by makin^unrealistic offers. 

K^ep in mind, too, that other people of ten ^Jack skills in being 
^ff^tive group members. Sometimes you will heve to listen while someone 
dominates a meeting with their bwn narrow concerns. Sometimes others will be 
rude and unpleasant; If yoU have a history of pleasant and rewarding Experi- 
ences with a group, then an unpleasant encounter will not bother you too much* 
But if it is one of your first meetings, you may feel so badly that you do not 
want to return* Again, give the group a chance by going to enough meetings so 
that you can determine whether what happened was an ujunsual event or whether 
the group really is not right for you* In the latter case, try a different 
group or speak to s6me other parents to seef if they share your feelings and 
will work with yqu to remedy the problem* ^ * 

Above all, choose ^ group that utilizes your energy and helps 
you develop your talents, while accomplishing a desired gokl for your child ^ 
as well* YdM do not have to attend every meeting of an organization to accom- 
plish these goals for yourself and yout* child. You* do have to attend often 
enough to maintain continuity with the grdup* If transportation or babysitters 
are a problem, cooperative Arrangements to take turns with other parents can 
often be worked out* Speak to the group's officers if you do not know how to 
set up 6uch arrangements on your own* 

Types of Parents Organizations 

, ' Parents' organizations can be divided into three general 'types 

that sometimes overlap : , ' ^ 

1* Groups of parents whose children are in specific programs* 
These groups are common throughout Lake County* Many publid schools, special 
education schools and residential facilities . have organizations of parents which 
help support programs • Parent Teacher Federations are an example* 

2* Local special ititeri^t ori service groups* ThesQ may include 
not only parents of developtwantally disabled children, but other interested citi 
tena as well. The .groups are not tied to a specific school or other institu- 
tipnt Jhe Down's Developmental Counsel and United Cerebral Palsy of Greater 
Chicago, both described later, are examples of such organizations* 



113. 



3# *^ State and national organizations. These usually rely on 
individual paid metidbierskiips to support professional staffs working tol^rd 
specifJc goals. Some exanljples deacrifted later Include the Illinois Epilepsy 
Association and the National Association for Retarded Citizens, 

H In additi|!)n .to attending ineetlngs of any of these types of 
organizations, parents cam also take advantage of many volunteer ppportunJ^tiea * . 
in inltitutions and comnunities where parents * organizations do not exist. If 
you see an unmet need, you may want to join with other parents to set' up a new 
organization, 

Herp is a description of some groups. Keep in mind that thla 
ia^not a comprehensive list, and that specific Information may change. If you 
are already part of a parent group, this list may give you new ideas for your 
group. It also provides a starting point of places and people to contact. 

Groups at Specific Facilities 

Laremo^ School , the Special Education District of Lake County's 
(SEDOL) school for moderately handicapped children Jjias a 'Parent Teacher Federa-- 
tion (PTF) . The PTF meets cjuarterly and publishes a quarterly newsletter. The" 
Lion's Roar . The group provides support to the school in social and recrea- 
tional activities, and fiind raising. PTF publicizes school activities, in the 
local newspapers. Parents in PTF are encouraged to join the Illinois Associa- 
tion for Retarded Citizens. Students at.Laremont bring home notices of upcom- . 
ing meetings. ^ . 

The Sally Potter School , part of SEDOL, haa^ a new Parent Teacher 
Association. The sqhool's students are physically handicapped . The associa- 
tion plans to assist school recreation prograims,. raise money, dlsscjminate 
information, encourage research, and enhance the relationship between school 
and home lif6% The membera^hip meets four times a^year. 

SEDOL's Hearing Impaired Program for children who are deaf or 
hard of hearing, has a Parent Teacher Organization (PTO) . The PTO meets. every 
other month. It sponsors^ social event?, sponsors programs for^ parents and the 
public (including a sign lang^iage class), and publishes a newsletter. !^ 
' ■ * «> 

Stratford School , part of the Northern Suburban Special Educa- 
tion District (NSSED), has a Parent Teacher Organization (PTO) . The PTO., has 
monthly meeting!^ and publishes a newsletter. Its goals and functions are 
similar to those described for Laremont School ♦ Its members recently constructed 
a greenhouse at the schoofT" PTO members have the option of joining the Illinois 
Association for Retarded Citizens. 

NSSED has a school system-wide parent group called CHILD — Con- 
cerned Help in Learning Development . CHILD meets three times a Wear, and its 
meetings feature speakers on subjects of Interest to parents, CHILD members 
also provide referrals And mutual support. 
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The wAukegan Conramnity Unit District No.'dO haa a Parent^ 
Advisory Council (PAC) made up of all parents of children ia special educa- 
tion programs throughout the district. PAC supplemeijts the jtyp^c^l parent 
teacher associatlotis at individual schools . Like the parent giroups at Strat- 
ford and Lartmoht, the PAC is designed to build support for the, schbol% and 
to educate parents. ^PAC plans meetings with speakers, social events and 
other activities, Jeachers an*i Ichool adnxlnistrators are advisory members 
of the group, .V ' ' ^ v * 

The Lambs Inc . , a residential and employment facility for 
adults with developmental disabilities, has a parents' organization^ Member- 
ship is required for parents of the workers. ) » ' « • 

» • 

* The. Head Start Center Committee . Parents at each of Lake > 
County's seven Head Start centers" for pre-pchool children are members of this 
committee. " ' t 

^ / 

'if your child^s school or facility is not included above, tele- 
phone thq^school and ask if it has a parent group, If.it does, get the name 
and phone number of an officer in the groyp for further information* ^ 

Not all schools and facilities have parent groups. The Grove 
School, in Lake Potest, which trains severely' Ad profoundly handicapped chil- 
^en and young adults, has no parent group, buC does offer many opportunities 
fpr volunteer wojrk. You can take part in the day school, Swimming program, 
arts and crafts program, field trips and taany other activities. The Country- 
.side Center for the Handicapped in 3arrington and the Riverside Foundation in 
Mundelein are other examples of places without parents' groups that welcome 
volunteer help. Whether or not your child's^ school or facility has a parent 
group, ask how you can help as a- volunteer. 



Local groups ' • 

Some Iqea! groups are independent organizations • Other^ are 
chapters of state or national organizations. Both types are represented below* 

Th6 Coordinating Council for Handicapped Chj^ljl^n - serves Chi- 
cago primarily, but also Lake County and other outlying arBCs , The CCHC pub- 
lishes a, newsletter, offers free training sessions for par/nts and professional!, 
publishes books, and advocates for the handicapped, 

' The Downs V Development .Counsel matches parents of older children 

with Down's Syndrome with parents of new boms with Down's Syndrome to help the 
new parents cope. The Counsel has published , information about Its functions. 
** ■ • * • 

The Easter. Seals Society for Arippled Children and Adults Is a 
national organization set up to provide direct seirvices such as therapy to 
htodicapped people and th«ir families. It also engages In educational programs 
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In Lake County, the aocl4jtoAa«,an active chapter that offers speech anA 
physical therapy for both-JplB iwa'ntally and physically handicapped. The 
society loans ^qulpment^lkr'hoihe use, and it offers information and referral 
to other agencies if nece'ss'ary. The society also works to eliminate archi- 
tectural barrier? for the physically handicapped 

ji The Epilepsy Foundation* of America has a North Shore-Lake 

CoxHity chapter: The phapter has a consumer council and a self-help group 
that meets, mont^ily. The chapj^er's offices handle legal advocacy, referrals, 
and management of specific cises. EFA members receive a discount on medication.' 

■' ■ 

I • ■ M 

. The Learning Exctoge is a link. It conijefitjs people interested 
In tfeachlng, learning, or sharing an interest. People can get together In 
grouiis o.f^lirN^e-to-ope meetings whenever you and the others you will meet 
with agr^e to m^t-. the exchange serves the entire Chicago area, including 
Lake County. More than 15,000 people have participated in exchanges on mor^ 
thaij^ 2,000 pubje^ts. Members get a catalog, a quarterly newsletter, a member- 
ship card and access to a "members only" telephone directory. 
* ■\ ' 

The National Society for Autistic Children has a Greater Chicago 
chapter which servfes Lak6 County, An attempt was once made to set 41^ a chapter 
for Lake County alone, but its founders said too few autistic people live in the 
county to make such /a chapter viable. The Greater Chicago* chapter di'^semlnates 
information ab(^t autism^ operates --a referral service^ solicits funds, invites 
experts to its meetings,^ and advocates fot autistic people. ^ 

United Cerebral Palsy of Greater Chicago has a North Side adult 
club open to Lake County members. The UCP provides programs in leisure and 
self--expr^ssion. It "provides a day camp in Gurnee and educational and th^'rapy 
facilities for children. UCP also has social workers who ^i*lt homes and pro- 
vide counseling. ^ " \ v ' 

The Women *s Board of The Lambs, Inc . is a comra^iity group thit 
slipp9rts programs of The Lambs in Libertyvillo-. Amon^ other tljings , the board 
hold^ an annual JSarvest Ball Iti. October to raise money ^ \ 

■ . . '„ 

9tate and National Organizations 

* ' . * * 

State and na^onal organizations of the same disability giioup 
may offer different opportunities and information. -Check to see what each' has * 
to offer. ' ' . 

Advocates for the HandJ.capped is a statewide ^organization seek- 
ing to promote the common needs of the handicapped, assure maximum oppoi;tunities 
for them, advocate for their rights and sponsor educational programs. 

The Down Syndrome Congress is a national organization seeking 
to prorDote the welfare of persons ylth Down's Syndrome. The organization pub- 
lishes a newsletter. 
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The Illinois Alliance for Exceptional Children and Adults 
is a' coalition of smaller ^orgahizations whose^inemhejrs Include parent^ and 
professionals. The group seeks to encoj^rage "public awareness of the rights, 
needs and capabll:J.tles of^ ^itceptlonal people. 

The Illlitt?is Association for Retarded Citizens , the state arm 
of the national ARC, links I'ocal ARC unlt^ together and promotes the rights ' 
of retarded citizens on the state leVel. • The Rational Association for Re- 
tarded Citizens promotes the welfare of mentally retarded people. It ifovka 
for Improved care, treatment, training, education, public education and Int^ 
gratlon of community and residential programs. 

The Illinois Epllgpsy Association Is the state branch of tl\& 
Epilepsy Foundation of America,, which has an office In Winnetka. The 
Epilepsy Foundation of America has Its qjatlonal headquarters In Washington, 
D.C. The organization seeks to prevent, the Incidence of e^lepsy and to' maxi- 
mize the opportunities for epileptics. 

The Illinois Soclety^for Autistic Children and the National 
Society for Autistic Children work to Increase the publlcia awareness of tlie 
nature of autism, provide information and lobby for legislation to provide/ 
»^apecial education designed specifically for'autistic children. 

I 

ThjB National Association for Dovm^s Syjidrome disseminates inr 
formatipn, seeks to develop the potential of persons-with Down*s Sjmdrofce, 
and encourages research, community acceptance and better programs. The associ 
at ion publishes a newsletter, maintains a Speaker's buteau and publishes a 
selected^ list of references. , - V ' 
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Parents as Planners of Programs - 

\ . . . . v^, ... 

i> . In the 1940^ s, [jar^nts in. lilinoil^ .were tboking for alter- • 

nativ'es to placing their mentally retarded children in state pr private • 
institutions or tcj keeping them at home all day. They* b^gan five separate 
demonstration programs to prove to professionals that peo&le.wUo are tor 
day labeled "developmentally disabled" could indeed be educated. In 1950, 
the groups got together tb form tKfe Illinois Council f6r Mental Retardation, 
forerunner of the Illinois Association for Retarded Citizens, 

Early in the 197^^ s, a group of parents in Lake County 
thought too few work ppportunities existed for developmentally disabl^td 
people. Many handicapped afdu Its w^e fai^^ng to rfeach their full potential 
because of- a lack of trainjtng and'employm^PPt Under the leader-Qlxip of 
John J* j^Jornell^, the par^ents set up Bheir own business in Highland Park# 
They called ft Opportunity > Inc, ' 

In.'l^T^j two Lake County women with retarded ^jq^u It sons, 
B^ran RoJse and' Lorraine Chapman, decided it\was time to plan -fc!?!! ^their 
children's future away from home. They found out about communf\;y living 
faj|llities, contacted the state government for*money, constructed a building 
and hired a d;Lre.ctor, The Moraine Association began housing 20 residents in 
Fall 1979, , ^ ■ 

These tUtee exaflfples ij.lus trite the power and influence 
parents have had in meeting the needs of.^the developmentally disabLed, 
Educational, traini-ng, employment, and residential .options for the develop- 
mentally disabled are all quite recent (see section on ''Philosophy and 
History,*' especially the Chapter on Lake County), Someone had to start ^ 
each of these programs. Someone, perhaps, like you* 

\ .> " . . ' 

If you think there are needs which are riot being met and .want 
to do something about it, follow tt^ese steps: ^ 

1, * Check around to make sure the solution to the problem is not being 

offered. Contact the organizations listed in the directory to find 
out more about what they do* *^ 

2, If you find the need is not being met, talk to other parents whom • 
you think m^y share your feelings. Find out what they know, 

* ■ ■ # 

3, If no group or organization is doing what you think is necessary, 
recruit some parents Jana get them to help you either: 

7 - get ah existing organization to expand its functions ' to meet 
the need you have identified, or , . 

*- establish a* new group to meet the need. 
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.Ldentlfylng Service Nefeds ^ • 

■ : . , . u ■ V ■ 

Ask yourseJi^f:^ Ih my developmentilly disaj)led ch^ld being 
prpvlcfed with all the opportunities he or she needs?*' 

The National Association for JRetarded Citizens, haff dev/«lop- 
ed a^list of fcype? of services. which takein together , ^ form a "<;Dmprehensive' 
network,' Can everyone who n^eds these types o^ services f#!bd theip avail- 
able?- \ - ' • 

1, Diagnpstic and Treatment; Clinics, These should be staffed with coun- 
selors, educators, nurses, social workers, psychologists, physicians 
and therapists to diagnose your child's condition* 

2. «Home Visitation Programd, These "pilot parent" programs help parents 

iA the care and training of their children at homtS, 

3^ Parent Counseling, Counseling helps you understand your child's 
disability Sand how yq\i can deal with it, 

4, Day Training Services, These services are appropriate for severely 
profoundly harfdicapped people. Day training offejcs education for 
children, ' ' ^ ^ . 

. at ; ' . ' 

^5.- tiarly Intervention Programs^ These train pai^^ts and provide dia^ostic 
and therapeutic 3eirvicea* * * ' 

6, Special Education.' Required by law for all chi.ldreitf between the ages-, 
of d^and 21, ' ^ ' \ ^ 

7, ^ Religious Education* Prt^vicles 'itta opportunity f'op , religious involvement 

at the appropriat;^ developmental stage^ ^ . 

"8, . Special Recreation, Should be sufficient to ^llow children to' take part 
in social and recreational octivities, * - , ^ ' ; 

9, Vocational' TrA|Lnlng apd Employment, These services^houtdf include ev.al- 
' uation of worlcskilis, vocational training, job placement, and follow-up 

services, \ ■ ' 

10, Alternative Living Environi^iants, ' Options for different types of super- 
vision and assistante 'as appropriate, ^ . ^ 

11^^ Residential Facilities* ^For tei?f^orary or tdng-'term care and education 
. away from^ home, ' , . 

12, Citizen Advocacy, Groups and Individuals W6rking to safeguard the 
' right.s of dev^opmetitally disabled people, ^ 




I i 



119. 



13» Reaearq^Ti, Thja goals of^research are to prevent disabilities (medical), 
to develop techniques • for maximizing development (educational), and to 
assess the erfectiveuets of different environments and delivery systems 
(social science) . 

. . ** ,1 

« " . ^ ■ ■ ■ / 

If you have .done some backgrpund reading, investigated on 

your own.j and ^ound one or more of these services Insufficient, you may 

want to plan to have it ofefered* 



Planning Within Existing Organizations 



; Not all new ideas require that you set up a new organization. Some- 
times it is possible to expand the functions of an existing organization* 
To do that, however, you ,first have to .become involved in making decisions 
about the nature and operation of the organization. To build credibility, 
you ne^d to demonstrate to others that you are serious enough to make the 
long-range commitment required. This rule applies whether the organization 
ii your school's parent group or youir- ^ounty ' s major multiple-service 
planning committee. ■ 

Becoming a Board Memljer ' 

If you want, to become a member of the governing board of 
the organization, begin, tiy attending Its meetings as an "pbserver. Learn 
the issues and the way the* Board operates. When a vacancy pccurs, let it 
be known that you steek either appointment or election (whichever is the 
case for your situation]^ to the board. ^ 
•f > 

^ As board members, parents work together with program teachers 
and staff mertibers to decide whdt^kind of educational, therapeutic ^nd work 
experiences children will receive. Parents are the informe.d experts on 
their children, know the ways they want their children to be growing iind • 
learning, and know the communities they live in.' As a result they have a 
bro^d perspective on the needs which should be met for the benefit of their 
children and families. Professionals and service providers have both over- 
lapping , and separate interests. Parents need Lo etisure policy , decisions 
are based on the needs of children first, not on the needs bf organizations., 

* As a board member, keep in tAind that you will be, representing 
not only yourself and your child but dlso the parents of other children. 
Keep ' in mind that you have biases others do not share. Strive to be ob-. 
jective about your child*s needs relative to others,^ To represent o-ther 
parents \^1 you must solicit their feelings, and ideas on issues bein^ 
consideteol It will also be your responsibility to report to parents about 
matters under discussion and decisions that have been made, ^ Feedback will 
be^most effective if you schedule time to meet regularly with other parents. 
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Separate meetings are not particularly necessary. Board member^ can meet 
Informally wtth other parents either just before or just after general 
membership meetings as well as making formal presentations at these 
meetings % , 

i 

'■ Board members typically provide functional support for 
meeting* an organization's purposes* That Is, board members may be re- 
sponsible for settlrlg program goals, policy making, hiring and evaluating 
staff, implementing programs, fund raising, budgeting, publicity, and public 
relations. 



Presenting a Proposal to a Board 
^ ' " ^ ^ \ 

Whether or not you are a board member ^if you want an existing 
organization to set up a new progtam or service, yQu should first set up a 
planning cdtnmittee. The committee should prepare a written proposal to pre- 
sent to the organization's governing board. 

Here is a list of^the kinds of information that might be 
provided in the proposaj.: 

1. The number of persons in the area to be served who need the program^ 
and the number of be served initially. 

2* The age range to be covered. 

3, The type(s) and degree(s) of disabili'ties to be inclijided. 

4- The kind or combination of programs to h& org^ized. 

5. The location of office and other space required for the program. 

6. Staffing for tfie program, paid and/or volunteer. ' 

7. Costs and sources of funding. 

8. Community resources i^pr donations of materials, equipment and labor. 
9* Transportation to and from the program. ^ 

Periodic program evaluation. * 

The kind of planningiimplled in the abovfe llst^ will also 
be required if you decide to iet up a new organization rather than working 
through one which already exists. 
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Starting A New .Organization 

Spaclalista worlclng In Lake County have little trouble 
Identifying needa for additional servlceis for the development al^ly dls- 
abled^ More work opportunities, more coannunlty living facilities, more 
intermediate care facilities, more private schools, more recreation, more'' 
skilled nursing centers, more day care all of these have been mentioned 
as needs only partly met at this time. 

There are county-wide and regional board* that have an im- 
portant role in niaklng planning decisions that affect your chlld^s future* 
Keep members of th^se boards Informed 4bout your organization's progress « 
Examples of these boards are: 

The Lake County Special Education Advisory' Committee , 
Committee members are appointed by the county superintendent of schools to 
serve in an advisory capacity to the superintendeilt on special education 
issues. 

The Lake County Qevelopmental Disabilities Planning Committee . 
The name is a big one, and the committee is too. It has 38 parent, community 
and agency representatives* Organized in 1976, the committee has worked to 
develop a comprehensive plan for services for develtopmentally disabled people 
Its priorities include maintiaining residential and day care programs, 
developing a family support unit tb help people who need services, and 
developing employment opportunities in the community, 

■ -f, 

The tight for recognition* and funding of a' new organi- 
zation can be long and hard. Talce the example of the Moraine Association- 
described at the start of this Chapter. After getting a number of parents 
together at a meeting to orgfinlze, the association's founders obtained 
private donatlons^and loans, as well as ^funding from the Illinois Depart- 
ment of' Mental ^Health and Developmental Disabilities to build a community 
living facility. The Association later asked the Highland Park City Council 
to apply for a federal community development block grant for the facility^ 
The Association negotiated a lo^interest loan with a local bank backed by 
the Illinois Health Facilities Authority* It worked with the Lake County 
Board of Health, the Lake County Department of Mental Health, the Kane, 
Lake and McHenry Health Systems Agency, and a number of other agencies. 
"Every golden -door has a big mouse trap behind l,t with lots of paper/' said 
one of Moraine's founders • ^ 

The best* way t:o learn how to start a new program is to talk 
tb someone else who has already done it. If you know of a program on which 
to model your efforts, you job will be easier. 
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. \ ' * One type of program that; has been->tried in Lake County and 

elsewhere Is the "pilot pirent" program. Such programs are also called 
"visitation," ahd "parent outreach," and "parent-to-parent interventipn" 
programs. These programs involve an experienced parent meeting vd.th 
parents who have Just found out their child is developmentally disabled. 
The experienced pariant is not a profe-ssional but informally visits with, 
exchanges information and shares experiences.' The experienced parent 
provides beginning information about what to' expect, material to read, 
and whom to contact. Lake County has one piloc parent program, the Down's 
Development Counsel, a small group of parents of Down's Syndrome children. 
Parents of children with other' types of- developmental disabilities could 

benefit from similar programs." 

\ ' , • ' 

f 

Starting a new program ia anything but easy. The tvo most 
difficult problems you are likely to encounter are gaining community ac- 
ceptance and raising funds. Resources to assist yoh, in overcoming thfese 
and other difficulties are local organizations such as newspapers, radio 
stations, and service organizations; the United Way, foundations, and county 
9tate and federal govemmfental agencies. Remain in contact with local and 
state chapters of national organizations for developmental disabilities. 
They have had extensive experience and can assist you* 



Recommended for Further Reading 

Biklen, Douglas. Let Our Children Go; -An Organizing Manual for Advocates 
1974 and Parents . Syracuse, New York: Human Policy Press. 

This manual describes how paijents of chi;.dren with dis- 
. abilities and their allies can 'work for their own needs 
and rights. Six steps are outlinetd: know yourself before ' 
you organize others, alliances identifying community needs, 
know those who resist change, learning to use power, and 
action. 

Curry-Rood, Leah, Larry A.^Rood, and Sylvia E. Carter. Head Start Parent 
1978 Handbook . Mt. ftainier, Maryland: Gryphon House. ' 

This handbook provides a useful Introduction to how an" 
, organization functions* It covers parent involvement, . 
conmittees, meetings, funding, and by-laws. Highly,^ 
recommended for anyone with little organizational ex- 
perience, 

• , f 

Des Jardins, Chtrlotte. Hpy* tto 6rganize an Effective Parent Group and 
1978, Move Bureaucracies . Chicago, Illinois; Co-ordinating 
Council for Handicapped Children. 

Booklet written for parents to show how to get better 
services for their handicapped children. Desct;ibes tech- 
niques and strjitegles for effective lobbying through or- 
gaijized groups, i.e., "patent power." 
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Du^Rand, Lance and John Du Rand, . The Affirmative Industry , Minnesota 

1978- Diversified Industriiss , 666 Pelham Boulevard, St. Paul; ' 

.1 Minnesota 55114, , 

An industrial model to provide gainful employment for 
persons who have handicapping conditions which prevent 
V them from Competing successfully in the open Job market, 
*The major thSme of the manuab is the -growth of self- 
sufficiency, both, fof the industry and the employees. 
Provides detaile<J coverage of management, operations-, sales 
and marketing, and finance. Opportunity, Inc, in Highland 
Park, Illlnoi s was established by parents who'used this 
model. , * ^ 

Fulfilling local, state and federal regulations and soliciting 
funding involve more information than can be provided here. * Here are some 
broad suggestions for placed to start. Write to: 



Developmental Disabilities Office 
Office of Human Development . 

U.S. Department of Health, Education and Welfare 
Washington, D.C. 20201 



Developmental Diflabilities 
Program; The 1975 Amendments 



Illinois Department of Mental Health 

and Developmental Disabilities 
401 South Spring Street- 
Springfield, IL 62706 r ^ 

United Way of Lake Connty 
2835 Belvldere y^201 
Jjfaukegan, IL 60085 



Guidelines for Ggants for 

>mmunity Progtamp and Standard 
Ajblication Procedure for Com - 
muhity Programs T 

Request criteria for admission 
as a participating United Way 
agency. 
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jparents as Legal and Legislatidve Advocates ^ 

If you are willing to c<3tamit time and energy to the improved 
well-being of your child dnd other children, you can become a child advocate. 
This will involve working with and watching private and government agencies, 
schools and firms to make sure they meet legal requirements and guarantee the ^ 
rights your child has under the law, c 

^ • f ■ ■ 

Education ' ' 

7 ^ Educational rights concern more parents of disabled children 

than any other kind of rights. Thanlcs to a njimber of state and federal laws 
and regulations, your child is entitled to an education as^^much like that fif 
non-handicapped children as possible. . 

A federal law, conmonly knpwn as Public Law 94-^142, the Education 
for All Handicapped Children Act, requires the public schools to provide an 
education fot your child. This does not mean the education has to be provided 
in the public schools, however, If your ^chool system lacks the facilities 
or teachers to meet those needs, the school system must pay to educate your ^ 
child elsewhere with your approval. But, the school system mjast make sure"^ 
that your child is educated in "the least restrictive environment" with as 
little segregation as possible. The law 3avs your school system may put 
developmentally disabled children in speclOT. classes or special schools only 
if a child's handicap is severe enough that the thild cannot perform satis- 
factorily in a regular class. The education yo\ir child receives must serve 
his or her needs through *the.^age of 21 • 



Each «cc5ptional child must have hl^^or hier own individualized 
education program (an I.E. P.). Each year you, the parent, must meet with 
school officials to draw up an I.E.P, for your child. You may bjing friends 
and professionals to support you during the meeting. Be sure you go through 
your child's school jrecvrds before the meeting to be certain they are-accurate 
and up-to-date^. The ^school cannot develop an I.E.P/ without you unless you 
refuse to participate. Together, you and school p^sonnel (for example, 
^teachers, isoclal worker, psychologist, principal, and nurse)^ develop th6 I.E. P. 
It describes how well your child performs in school, what objettives yoiir 
child should meet in the next year, what specific services your child should 
get during the school year (for example,' speech therapy, physical therapy, 
and occupational therapy), how much yOur cRlld may participate in regular 
classes, and how your clijlld's progress wllL be measured* One person, usually 
the teacher, manages your child's I.E. P. throughout the year. If the school 
decides to take actiop that will affect your child's placement, it must notify 
you first. The school must also get your written permission before it can 
give yo^^ child' individualized tests or place your child in a special program. 



• ' The It^f^P^ is* Important because it is the basis for all of your 

child's instruction. The school system must make sure that your child g^ts 



the services promised in the,I»E»P», so you should make sure those services 
and the goals set for yQur child are as specific as possible* Do not, for 
example, settle for a goal of ••reading at a higher level •• by the end of the 
school year, but insist on a goal of reading at a specific grade level* Be 
firm about thitiga that you consider important and do^ not settle for poor and 
inadequate service* Ke^ la pind, however, that the law does not require 
that anjrpne be helcPeKTcQuntable if your child fails to achieve the growth 
,proJefctA in the I*E*P* 's annual goals and objectives. ^ 

For your own protection, keep copies of your correspondence, 
visits, telephone calls, and all rej^orts relfc^vant to your chi^-d's »i 
and placements If -you do 410 1 agree with something in your child^s I.E^l?.—- 
such as your child^.s placement — your first step should be to discuss your 
disagreement with the teacher or other school personnel (such as ^he social 
worker, nurse, or principal). They may be receptive to your complaint. If 
parents object to proposed placement within 10 school days of their receipt 
of notification of placement, the district shall arrange a conference to 
resolve the situation. After this conference, if parents still object, they 
may request a due process hearing. ^ 

The due process hearing is your opportunity to be heard by an ' 
outside officer not connected with your school <eystcm. Make the request for 
such a hearing in writing. (You may be requesting the hearing more thdn 10 
days after receipt of notification of placement -^cause of a delay caused by 
the conference.) Send the request by cert if led ^ail so that you can be sure ^ 
it gets to the superintendent/ Send copies 6f your request to your apaplal 
education director, the Illinois OfXic^^ of Education, and anyone else whom 
you* think should know about y(^ request. 

Once it receives your request, the school district must ask ♦ 
the Illinois Office of Education to appoint an impartial hearing of ficer . 
The district must also provide you with informa^tion about free or lowrcost 
lega'l services you may need. Finally, the school district must hold a hearing 
within A5 days. 

Before you go to a due process hearing, visit the program that 
th^ school district has offered and take notes to help document why it is 
Inappropriate for your child. You may also want to obtain an outside evalu- 
ation from a hospital or clinic with a school psychologist.^ Get a letter 
fr9m the^hospital or clinic stating why the school •s proposed placement is 
inappropriate, and bring tl# lettl^er to the hearing. 

y A careful procedure has been set up to assure that your 
grievance will be carefully considered at^the hearing. You may bring a law- 
yer or other counsel such as a professional advocate. You may, also bring 
your child and aoy other person who may provide evidence or relevant infor- 
mation. You will probably want to bring someone with you so you do not feel 
overwhelmed by the many school professionals who may attend* 

You may question school officials, and you can refuse to accept 
as evidence any information not shown to you at least flve'days before the, * 
hearing. You may obtain access to all relevant records and rec;|^uest a written 
record o£ the hearing afterward* (the hearings are recorded on tape or by a 
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court reporter) • The school district shall require that the hearing be 
closed to the public* Any question of attendance at the hearing, for 
example, if you wanted to open the hearing to the puj^lic, shall be decided 
by the hearing office* 

, Due process hearings are usually informal* A typical hearing 

officer is not a lawyer, but someone who has worked in specjl^al education*' 
Hearing officers u^uttlXy accept most of the things you want to use as ev.i-- 
dence. But'^you do no t^ have the power to compel someone to attend the hearing. 

Two bad things can happen after the hearing. First^ the 
hearing officer may Kand down an unfavorable ruling that 'supports the schoQl^s 
posit iqn* Second, and less likely, the schdol dfstrict may fail to change 
your child's I.'E*?. even^after the Tiearing offi<?er tell« it to do so* In 
either base, you may appeal, to the Illinois Office of Education* Its law-- 
ye^rs will review your cdee and recommend action to the head of the office, 
the state superintendent of education. Law requires that you receiye a 
decision from the Office of Education within 30 days of your appeal. 

Ultimately, you can file suit in court, ThiQ is a rare last 
resort, however, and wiH. work only if you first exhausted all the po.ssible 
administrative appeals. ^ 

Throughout all these proceedings, your chil(J will remain in 
the slme educational setting unless you and the school districjt agree to 
change it^ If you are happy with your child's setting, this ^jill satisfy 
you. But if- .you are unhappy, it could mean your child will spend many 
additional months in an inappropriate setting while you wait for a favorable 
ruling on your request. • / 

For more infiormation about due process heatings, request tj^ 
following : • ^ 

"Hoj^ to Prepare for a Due Pr9cess Hearing", published by the Coordinating 

Council for Handicapped Childre^x, 407 South Dearborn Street Room 680, 
Chicalgo, Illinois 60605. 

Law and the Ha>ndicapped Child:. A Prlmet for Illinois Parents , available from 
the Illinois Regional Resource Center, Northern Illinois University, 
DeKalb, 'Illinois 6Q115. 

^or additional information on thfse resource centers, see the* directory at 
the back of the manual. 



School Records 

^ For your information and for possible future reference, it is 

a good idea to get copies of school records about your child. Your school 
should have already notified you of your rig\its to see these records* You 
.also have the right to obtain copies (usually for thf amount it costs to 
duplicate them) * You can attach any statement you wish that adds relevant 
information, clarifies an issue, or disagrees with the records • You may 
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challenge the records on^ the basis of accuracy, relevance or pnpprlety. 
You also have a right to'^have the records explained to you•^ ^ 

* To make chaijges in the records, notify the sviperintendent , 
principal^ and/or classroom teacher (again in writing) that you want chariges 
made^ If school offici^Js fail to make the changes you Want, request a 
hearing on\he records. * 

<*-v', The custodian of your child's records must make every effort 

to Insure that they are kept 'confidential . Information can be released 
without your written permission under a few conditions; however. For example, 
the records* custodian of another school may obtain the records if the child 
will enroll in that school. Information may also be released upder court 
order or in health and safety emergencies* Certain information In school 
records is classified as "directory infoAation", -^and this too may be re- 
leased. Directory information inpludes name, age, address, academic awards, 
major field of stu,dy, and period' of attendance at the school. 

When a child irea^ihes the age of eighteen or enrolls ,|^n.a post-- 
secondary program, he or she assumes the parents' rights of acctess an4 con- 
fidentiality. Unless the parents act to retain legal responsibilities for 
the child, the rights outl^jined above no Iqnger belong to ithem. (See section 
on guardianships under Social Servic^) . / 

Finally, laws also protect educational rights of your child. 
Tests or evaluations, for example, cannot discriminate on the basis of race, 
culture, or l&nguage. The evaluator must know your child's language or uae 
an ititerpreter . 

In post^secondary education, ^ federal regulations prohibit dis- 
crimination solely on the basis of a handicap in the recruitment , admission 
and treatment of people in educational programs; 

s The State Boa^rd of Education has published a free booklet. that 
concisely describes your educational rights and those of yoiir child. The 
booklet also provides a sample letter to request a due 'process heating^ 
VJrite for "The Educational Rights of Handicapped Children", 'Available frotn 
the State Board of Education, Illinois Office of Education, 100 North First 
Street^ Springf ield , Illinois 62777. 

Developmentally disabled children have specific legal rigfits 
not only in education, but also in health, emplojmitlht , voting, driving, and 
othdr areas. ^ 

** 

(^Health » 

^ They are entitled to all medical services and medically-related 

instruction that hospitals provide to the public. Hospitals must provide an 
emergency room interpreter or make other provisions for deaf patients* , Men-* 
tally retarded people may seek and receive birth tontrojl information from 
doctors. 



132 



128. 



Although d eve Iclpment ally disabled people should have the legalr 
right to be voluntarily sterilized, in practice they do not. This is be- 
cause doctors, who perform the sterilization, and thd judges, who may 
authorize it, often do not think that such a person can give informed con- 
sent to sterilization, and they are rpluctant to alj^ow a guardian or* other 
person to consent for the disabled person. Federal regulations prohibit the 
use of federal Medicaid money to sterilize adults who do not voluntarily give 
their consent, and they prohibit use of such money for sterilization of any 



minors. Involuntary st eirlllzat ion is prohibited ^ the law. 



Employment . ' . * * 

\ - ' ■ • ■ . » ■ 

Developmentally disabled people also have the right not to 
suffer discrimination in employment. The disability must not be considered 
by the employer unless it prevents^ the job from being done adequately. In 
fact, >^ployers must make a ''reasonable accommodiit ion to the known physical 
and mental limitations of a handicapped applicant or employee" unless they, 
can demonstrate that such accommodations create an undue hardship On the 
employer. "Reasonable accommodations" may include modified work schedules, 
the purchase of new equipment, and the provision of readers or interpreters. 
Firms that do business ^^Ith- the United Stat es Government must take affirraat^ive 
action to hiife and promote disabled people . Finally^^ state and federal laws 
and regulations prohibit discrimination against qualified people in hiring, 
firing*, compf^nsat ion , fringe benefits and Any other terms of employment. 
"Suspected discrlminat ion may be reported to the U. S. Department of Labor, 
230 ^outh Dearborn Street, Chicago, Illinois 60604, or to the Illljiois Fair 
Employment Practices Commission, 179 West Washthgton Street, Chicago, Illinois 
60602. 



Voting ■ ^ 

Disfifbled peoplel 18 or older also have the right to vote.* They 
register to vote at their locil township or city hall. If they are home- 
bound, they can call their local municipal government office to arrange for 
vot^r regi^ration at home. They may arrange for help in. casting votes on' 
electiofi day. If they cannot visit the polls on election day, they , may vote 
by mail if' they first apjily to the county qlerk for an absentee ballot. They 
may' also apply to the county clerk for a disabled voter's card, which will ^ 
allow them to vote by absentee ballot without a physician's certificate eath 
year for f'iye years. The lioke Count^ Clerk's office is in the County Building, 
18 North County Road, Waukegan, telephone 689-6660. 
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Physically and mentally tiandlcapped people 16 and older may 
)t have the right to drive. The Illinois Secretary of State has the 
power to refuse a driver 'e license to anyone he believes may not operate a 
vehicle safely. Licensed drivers, however, may request special registration 
plates exempting their cars from time limitations on parking in business dis- 
tricts and entitling ihem to use specially marked parking spaces. Contact the 



Registration Title Division,, Office of the Secretary of State, State of 
Illinois Building, Chicago, Illinois 60601. 

. * » • 

Also, handicapped car owners at^ protected under state law 
from being charged h^^er insurance ratefs by insurance companies.. People 
treated unfairly in this way should contact the Consumer Complaint Division, 
lULinois Department of Insurance, t60 North LaSalle Street, Chicago, Illinqii 

60601 : < ^ 



Public Transportation 

'Handicapped people alSo have rights with respect to, other forms 
of transportation. Law requires that new mass transportation 8ervices*«make 
a special efftolrt to' accommodate handicapped^eople . New^a^ss transit pro- . 
jects using federal funds can charge handicapped people no more than one^-half 
the normal jfare during non-peak hours. Caliche Regional Transportation 
Authority (RTA) at 836-7000 for information on -how to obtain a special identi- 
fication card tha^ allows haxudicapped persons to take advantage of the lower 
fares. For *inf ormat ion about federal policies on transportation, . contact the 
Department of Transportation, Office of Environmental Affairs, 400 Seventh 
Street S.W., Washington, D.C. 10590. 

Federal law requires that Amtrak, the national passenger rail-- 
road, ensure that handicapped people are "fiot denied Inter-city service and to 
see that they get special assistance to get on Xhe trains. (Amtrak has no ^ 
stops in Lake County, though.) Airlines are*^ not required to serve handicapped 
people whom the airlines think may pose a danger to themselves or others. 
The rights of handicapped to transportation. are being strengthened year by 
year, but still have a w^y to go. . . 



Residents of Institutions 

— ^ . ^ . — • ► 

' ' People living in public and private residential care Insti*^ 

""tutions retain many of the rights of non-institutionalized people under the ^ 
Illinois Mental Health Code. UrUess a court dec^res them incapable, they 
may vote, retain a driver's license, marry ,^ make ^will, sign contracts, and 
manage their own affairs. They al^o have rights regarding treatment, com- 
munication with outsiders, information about their hospitalization, dnd other 
aspects of institutional life. .The institutions are prohibited from using 
restraints or seclusion as punishment ot discipline except to prevent resi- 
dents fr6m causing, physical harm to themselves or others. Residents may re- 
fuse treatment, retadn and use personal property, perform labor for wages, 
use their personal funds as they wish, and jrfeceive treatment in the **least 
restrictive Retting". The Rights Handbook f or\Handicapped CV^ j^ ren and Adults 
provides a thorough description of- those rights. v This booklft is available 
from the Coordinating Council for Handicapped Children, A07 South Dearborn 
Street, Room 680, Chicago, Illinois 60605. , 



Access 

^ Architectural barriers create a major probleiifi for many 

developmentally disabled people, especially ^Htdsc in wheelchi^irs. Batriers 
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prohibit suph people from making use of a particular building or service, . 
Typical barriers are stairs and narrow doorways, . , 

Under Section 504 of the Federal Rehabilitation' Act of 1973, 
Schools, agencies and employers must make a "reasonable accjommodatlon". to 
the neeis pf the handicapped^, Uud^r^ the Federal Architectural ^Barrier 9 
Act of 1968, new npn^resldential buildings T^uilt with any federal funds must 
be accessible to the handicapped. In general, the law means that handicapped 
people must at least be able to get to, and to get inside, the building. 
Curbs, sidewaUcs, and enti^ances must .permit wheelchairs to pass. In schools, 
tlie law means that handicapped children should '^have full access to educational 
programs. Schools, agencies and businesses have until 1981 in many cases to 
maJc^ their facilities accessible, ^ \ ■ - * 

A state law passed in 1968 requires that buildings owned or 
leased by the State of Illinois meet minimum accessibility requirements, but 
many such buildings still do not. The law provides no Aeans for enforcement, 

A 1975 addition to lUinpis' Facilities for the^ Handicapped 
Act requires that at least thfe first floor of all new public buildings als6 
jtieet standards for accessibility,' .Public buildings include privately --owned 
buildings that serve the public, such as restaurants, hotels, theaters, and 
office buildings, 'xhey do not, however, include* one- and two--famlly homes,' 
The standards for accessibility retjuire ramps, handrails, elevators, wide 
doors and other conveniences or designs necessary to allow handicapped peo- 
ple to enjoy use of a building. This law, unlike the 1968 law concerning 
only state buildings, carries a fine of $100 per day for violations. 



Economic Welfare 

Developmentally disabr^ff people can take advantage of ^number 
of government programs designed to promote economic security and make the 
costs of living more reasonable. 

Under federal law, handicapped people-ncan apply for financial 
aid to help with rent. Contact the Chicago office of the U, S, Department 
of Housing and Urban Development At One North Dearborn Street , -Chicago , ^ 
Illinois, telephone 353-5880.' 

Tax laws provide for deductions for the cost oV special edur-. 
eat ion, lodgings, and medical services, ^or mor^ information, contact the 
Internal Revenue Service office at 2720 West Grand Avenue, Waukegan, Illinois, 
at their toll-free number, 800-972-5^00. You c«n request a Tax Fact Sheet 
by sending a stamped, self -^ddressed envelope to the Coordinating Council % 
for Handicapped Children, A07 So^th Dearborn Street Room 680, Chicago,- 
Illinois 60605. (The Coordinating Council also* provides a fact ^heet on 
Supplemental Security Income, SSI,) • 

^For parents with children in residential care institutions 
or homes, Illinois provides financial aid under its Individual Care Grant 
I^rogram, Parents pay no more than $100 per njM^h for residential care, no 
matter how much the parents^earn. For inform^ion about fehis program, con- 
tact the Elgin office of the Illinois department of Mental Health and 
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Developmental Disabilities at 750 South State Street, Elgin, IllinoLs , 
60120, telephone 742-104o/ ^ 

The Illinois Divistort'of Vocatipnal Rehabilitation pro- 
vides help for job training, counselling and other Services, ' The division 
has an office at 4617 Grand Avenue, Gurnee^ Illinois 60031. The tade^dl 
government also provides welfare-related services for disabled people. 
Supplemental Security Income (SSI) i8( available to many children at home 
or in private institutions,- and regular sociql security benefits are 
available if the parents are on 3ocial security op if the child is over 
22. Lake County ./applica|^s should go to the Social Security Office, 
2500 Gr^nd Avenue, ¥aukegan, Illinois 60085, telephone 244-5050. 

Unfortunately, earning money sometimes' disqualifies dis- ; 
abled people from SS]^ and other benef.its. Some people in sheltered 
workshops, for example, earn enough monpy to disqualify * themselves from 
SSL. Disabledf people on social security may also lose sople benefits hy 
living at home with their parents, even though social security provides 
too little money for them to live independently. As a child advocatjp, 
you may wish to help lobby for legislation to- help remedy these situ- 
ations. Talk to the^ people in your local parents' ^roup ot contact the 
Coordinating. Council for Handicappetl Children (see listing at the back 
of this manual) to see \?hat you might do. 

Advocacy • 

The function of child advocacy is not to provide *the 
"services"" necessary fpr healthy growth and development. The function 
of child advocacy i£ to see that children do receive services from < 
whomever Should be held responsible for providing them. At a parent you 
probably naturally already provide both a service . function and an ad- 
vocacy function even though you may not realize it. If you help your 
child learn a task, you are providing an educational service. If you 
check with your child "s teacher or therapist abq.ut your child "s ability 
in some area, you are actings as your child "s advocate. Tliis, example 
illustrates the difference between service and* advocacy . ""Service"" is 
providing children with something they need, whether it is food, clothing, 
education, training, or recreation. ""Advocacy"" involves checking to see 
that children are receiving * the service. 

The process from being concerned about services, your child 
receives to being concerned about services for all deve lopmen tally disabled 
persons will get you involved-ln advocacy at the local and state levels 
(and perhaps by extension at the'national level as well). Good govern- 
ment does not just happen by chance. You will need to work to elect 
officials who support the. need for communlty-baseci services and to pro- 
vide written support fof th6 passajge of n^t:ftssary ordinances and legislation. 
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Otxtflnlng Local Support 



Tjie local city, township and county governments provide 
avfilrAxe^ of influence which parents can access to advocate for the develop- 
Itentally disabled* A3 an organized group or as Indivi^lualSi parents .can 
approach t^ese local governments to gain, support; for a variety of issues* 
Fir example, patents in ^'neighborhooJl could ask the local government for 
afisistance to make the local park's equipment pafe and usable by all child- 
fen. An organized group of pai^ents could apprdach l^ocal govemmerits^or 
'^financial assistance to improve or start programs within £He com^nity* 

• ' Local governments have the respDnsibil^ty and the tesources 

to listen and act upon issues raided by the citizens. Local governments 
tax their citizens to provide specified services (such as 'education and 
recreation) and administer- funding' from the ^ tat e and federal governments 
for* local projects. . • * 

* I , To understand th4 functions of IVcal governments you shguld 
^attend mieetings open to pKe public. Get a feeling for degree of support 
foi> your cause by famidlarlzing your elected' representative with your 
ideas an^^ feelings., and by talking with governmei:\t officials (such as 
planning depa^ments , zoningn)QardB and school board officials). Meet 
with other citFzen .groups who are regularly involved iti the local govern- 
ments, for example the Lea^e of Women Voters. Perhaps , your group may 
be able to present the plans and concerns to the local government bodies. 
Getting an adviapry board' or commission recognized can be a good, way to 

open 'debate, ^ 
jP. * ' , . 

Influencing sl^te Legislation 

. . ■ ^ ■ :. • ' " ' -J ' 

Before becoming Concerned about developmen(5«lly disabled 
children, many paregfts^ve had little j^^ea how* government operated. 
Because of their concern they now watch for all legislation concerning ^ 
the hfiridicapped. They know their elected representatiyes from the House ^ 
and the Senate. This change does not occur overnight but one step at a 
time. Begii{ by finding out all you can abcJut existing and pending legii- 
lai^ion covering the service need that concerns you most. 
■ • «■ 

V, » 

#^ \ ' The -appe^idix to the end of this cjhapter contains infor- 
rjiatioa op' newsletters and organizititions that monitcy;; state legislation 
and state depaijtments' policies. Contact organijpations concerned with 
the rights of the ji^velopfnentally dl^sabled for further Information as 
•to which legislators and sfbte departments might be helpful with your v 
Qoncerns. . ' .1 



.the legislative process is usual:).y time consuming. In 
^rder to get a proposal to become law, keep worl&lng at the local level 
with Interes^ted groups and st'aite officials tHcOughout the process. 

k Bill may originate in^elthet House or Seoate^ and the 
procedure is nearly identical in ^^ach Chaipber^ although changes' in 
procedures will occasionally occur through various means including * * 

unanimous consent or a favorable yote on, suspenalon pf rules. Dead- ' 
lipies for each step in the bill pifocess are established by each 
Chamber's ruj.es. 

. •. • ti ■ ■ , • . 

The progressive ^teps in the passage of a bill a^e: ^ ^ 

- A Bill is intr6duced{ assigned a dumber, first read iiv^^^b^ and 
printed. ^ ' ' , ' * ^ 

-i The Bill is then assigned to«a standing committee (by the Committee on 

Assignment of Bills). 

' • • . , '* 

I.J 

- The» Committee considers., the Bill iti a Public Hearing. 

/ ■ 

- The Committee may report to the Chamber '^Do Pass/' or "Do Pass 
Amended.'' y ^ ' 

- Or the Committee may ref^ort "Do Not PaaS," in Which case the Bill 
is usually dead» < 

^ If still alive the Bill then is pla^ced on the Calendar of the Chamber 
for 2nd Reading for vote on Amendments from the Committee or the Floor. 
(Amendments adopted in Qouse Committees do rtbt require a floor vote.) 

- If the 2nd Reading is called with no Amendments offered to the Blll» it 
V moves to 3rd Reading position*^ ♦ 

- If Amendments are offered, they are adopted or rejected. 

- The Bill is then placed on 3rd Reading for final vote*. 

« 

If Bill recfc.ve8r'4^ majority' vote (89 House, 30 Senate) it is placed on 
the Calendar of the other Chaxnber and the entire process is repeated. 

- If the Bill fails to receive a majority vote it is dead. ^ . ^ 

- If the Bill receives a majority vote in both houses, It then goes to 
the Governor. 

- Govertior acts to appifove, Veto, reduce 6t dine veto, or amendatory .veto. 

- I £ approved ) Bill Is assigned a Pukllc Act number. 
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Recommended for Further Reading * 

To keep abreast of all the happenings in the field of developmental dis- 
abilities there is one book and several organizational newsletters that 
we recommend: 

Burepu of "^Community Health Services Ask for DREW Publication 

Health Services Adi^ilnlstration" (HSA) 77-5290 

Public Health Service , A Reader's Guide for Parents of 

U.S. Dept. of Health, Education and Welfare Children with Mental, Physical, 
Rockville, MD 20857 ^ or Emotional bisabillties by 

Coralia^, Moore and- Kathryn 

G. MotPDn . 
\ Maryland Association for 

Retarded Citizens 

Includes annotated bibliography of books relevant to all 
handicaps, and to^specific handicaps. Contains suggested books for children 
about children with handicaps. Lists organizations, directories and 
agencies* 

C.C^n^Oi Newsletter . Coordinating Council for Handicapped Children, 
407 S. Dearborn Room 680, Chicago, IL 60605. Monthly newsletter for 
Chicago metropolitan area informing subscribers on recent legislation, 
coming events, and pertinent information on advocacy f6r the handicapped. 

Common ^ense from Closer Look . Parents' Campaign for Handicapped Child- 
ren and Youth, Box 1492, Washington, D,C, 20013. ^Quarterly newsletter 
£or parents of handicapped children informing them of their leg»l flights 
and new programs around the country, 

P.P. Directions . Illinois Governor ' s Planning Council on DeveF^mental 
Disabilities, 222 S(^uth College Street, SprlngAeld, IL 62706 .^^imonthly 
newsletter designed to inform and ^ducate interested persona^nd agencies 
about the purposes and activities. of the Council, its regional councils, 
and ather organizations as they relate to the Council, 

Feelings . Illinois Department of Mental Health and Developmental Dis- 
dbilitiea, 160 N. LaSalle St., Chicago, IL 60601. Bimonthly newsletter 
desi^^d to educate and inform Department personnel and others about the 
purposes <and activities of the Department and their linkage. to community- 
based programs. 

The IDQAA Advocate . Illinois Developmental Disabilities Advocacy Authority, 
One West Old State Capitol Plaza, Suite 917, Springfield, IL 62701. Bi- 
monthly newsletter covers issues, concerns, and developtnents tti protection 
and advocacy services of and for the developmental ly disabled of Illinois. 

PrCtMiRi Rewsbteak . President 's Coipmit tee on Mental Retardatton 
Washington, ;D.C. 20201. Monthly d||lf)sulized informatJon on interesting 
programs and Ing^atioa for the handicapped around tho Con^YtXy 
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THE DEVELOPMENTAL DISABILITIES 



- Is it important to have a definition for developmental disabili- 
ties^ Recent court batMea over the legaf^ rights of the handicapped have 
recognized that the development ally disabled have the same legal rights as all 
of us do. These humari priviledges include: the right- to citizenship, equal 
protection under the ta^, an education, and treatment. We ^^eed to define what 
we mean by developmental disabilities, in order to separate the children who 
need these services from those who do not. .However, we imist remember not to 
structure' our . feelings towards the child around* a definition which is Used by 
professionals for professional" reasons. Definitions change over time, and from 
place to place. The definition used will provide children with th^ strvices they 
need. Sometimes children are labelled mentally retarded, for example, and are 
in programs which are specially geared towards that label, but the minute these 
children leave school in the afternoon, they play and run around with the rest 
of the neighborhood children. These children ai:e called the "six-hour -retarded 
children", since it is only during those hours that ' they need the special 
services. "Good" labels open doors to needed services. "Bad" labels put 
children into inferior programs which cause discouragement for child and family. 
But NO label provides NO service, so it is important for parents to see where 
their children might fit in. ' * 

When our project was undertaken, in the Summer of 1977, del'velop- 
mental disabilities were defined as meaning a disability of a person attributable 
to mental retardation, cerebral palsy, ejJilepsy, autism, or multiple handicaps 
involving one of these conditions. A Chapter for each of the four dAtegories of 

developmental disabilities — Mental Retardation, Cerebral Palsy, Epilepsy, 

Autism provides a descriptive definition, discusses the incidence of the dis- 
ability in the population, explains known and hypothesized causes, identif its " ^ 
symptoms, outlines the current range of medical treatments and educational 
programs, sViggests di#ctions for further research, and provides referrals to 
specialized literature and organization^. ' 

i 

While labels '"can provide protection and services, negative 
stereotypes may also "be associated with labels. Throughout the history of 
special education the labels have been changed in an ende^vdr to replace pepjora- 
tive value Judgements with nonevaluative classifications. Fpr example, the terms 
"idiot", and "moron" are never used now by caring persons although at the turn of 
the century they were acceptable professional terminology. 

The Chapter on Noncategorlcal Definitions discusses recent 
recommendations for a definition of 'developmental^ disabilitiea without the use 
of labels. Optimistically, a non-categorical definition should continue, to cover 
the same individuals as the previous definition and add other individuals with 
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similar characteristics, that Is^ the new definition should provide broader 
coverage. Pesslmlstlcallyy the effect of dropping all Identifiable categories 
of disability from the definition could be to create a situation of ambiguity 
which p^'mvlts evasion of responsibility. Monitoring and advocacy are likely 
to become even more Important to guarantee contlnuatloh of and Improvement 
In services. 




in 



Mental Retardation 



Mental retardation Is a condition which prevents the brain from 
developing to its full potential. It is not a disease, nor should it lt)e/ 
confused with mental llMiess. Mental retardatioA describes many levels of 
behavioral pgrf ormanceJPftnd no two mentally retarded individuals are affected 
in the •same way. It is important to ^remember that Just like each of us, a 
mentally retarded child is a unique person. There is no one explanation for 
mental retardation, no one behavioral pattern that the child exhibits, and 
no set way for parents to experience their mentally retarded child* 

* ' 
Mentally retarded children mature. more slowly, and have a more dif- 
ficult time learning than normal children do. Their scores on tests which 
measure general intellig'ence are low. The most common intelligence tests 
"-vAre called IQ tests. Children who score below 70 on these tests^are often ^ 
defined as mentally retarded J meaning 97 percent of the population have 
higher IQ scores. 

IQ Qcores however, are not the only way in which mental retardation 
is determined. Just as important is a person^s adaptive behavior, that is, 
the person's ability to function on a day-to--day basifi, in interaction with 
others, and self maintenance (see table below). Mentally retarded children' 

- have difficulty in learning adaptive behaviors* The degree to which children 
have difficulty in mastering these skills, ^logether with their general IQ 

-scores, determine whether;* or not they will be labelled mentally retarded. 



Deve lopmen t of Adapt ive Be haviors 

During infancy and early childhood: 

'l.^ Development of movanent and perception (sensorimotor skills) 

2. Speech and language (commUpicat ive skills) 

3. Toilet training, eating, dressing oneself (self •'help skills) 
A. Learnihg to interact with others (socialization) 

During early childhood .and adolescence: 

5. Applicatipn of academic skills to daily life activities 

(for example, ability to use jnoney, read signs, write a message) 

6. Using reasoning and judgement (for example, ^here is snow outsid^, 
so it must be wintertime) 

7. Social skills (participation in group activities, making friends) 

'.During late adolescence ^nd adult life: 

8. Vocational and social responsibilities (caring for oneself, Viaving 
a^job, home, and family) ' 

^ - , : 
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Why Is It important to liave a definition for mental retardation? * 
Recent court battles over ^the legal rights of the handl^capped have recog- r. 
nlzed that the mentally retarded have the same legal rights as all of uis 
do. These human prlvlledges Include: the right to cltlzenehlp, equflW. pro- 
tection under the law, an education, and treatment ♦ V/e need to define what 
we mean by mental retardation, in order to separate the children who need 
these services from those who do not. However, we must remember not to 
structure our feelings towards the child around a definition which Is used 
by the professionals for professional reasons* Definitions Vlll change-over 
time, and from p\pce to place* The definition you use will provide your 
child with the services he or she needs* Sometimes children are labelled 
mentally retarded, and are in programs which are specially geared towards 
that label, but the minute they leave school in the afternoon, they play 
and run around with the rest of the neighborhood children. Such a child, is 
called a "six^hour retarded child", since it is only during school hours 
that special services s^re needed. **Good" labels open doors to needed ser- 
vices. "Bad" labels put children Into inferior programs which cause dis- 
couragement for child and family. But NO Label provides NO service, so it 
is linportant'' to see where your child might, fit in. 

^Estimates vary as to how many people in the United States are men- 
tally retarded. Three out of every hundred -^-^ or currently 6.3 million per- 
sons-— will be regarded as retarded at some time in th^ir. lives. One percent — 
or 2.1 million people — can be considered as retarded at any parjiicular time; 
for example, right now. The difference in .numbers Is due to the issue of 
whether a person who has overcome handicaps should be considered retarded. 
Most retarded persons are mildly retarded, meaning they are able with help 
to function with a high degree of independence and individuality. The number 
of retarded persons who can be classed as mildly retarded ranges, gn the aver- 
age, betwqen seVen and a half to nine persons out of 10. 

Mental retardation can strike Individuals of every race, religion, 
nationality, and social and economic t)ackground. President Kennedy, wh0^4ifid 
a mentally retarded sister, exposed the issues of the mentally retarded tp 
the |>ublic. Today, one oat of every 10 Americans has a member of the family 
who Is mentally retarded. Parents groups have been the- pioneers in fighting 
for the rigjitg of the mentally re|:arded, and are working t<^,.insure that proper 
programs and facilitlen ^re made available. 

If 

Causes of Me ntal Ket ard a t ion ^ 

There are'rfQW more than 250 identified causes of mental retardation, 
but many more are unknovm, or not fully understood. Any factors which may 
disturb brain development before, dufing or after childbirth, or in early 
Infancy can cause mental retardation. , In this section we will discuss some 
of the more ^:oninoti causes of mental retardation. 

Ge netic Ir regular it 1 es 

The human body Is made, up of millions of tiny cel^s which are the 
basic units of llfis. Kach cell In the human 'body, except for those wliich 
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are in the reproductive cells (the egg or ovJ||^and the sperm), has 46 
chromosomes which are arramged Into 23 pairs\ The chromosomes in each of 
these pairs carry information about human traits ♦ This information is 
carried on hundreds of genes, which cover the chromosomes* They are 
microscopic units of information. The information carried on all of the* 
genes ^rom the different ^|fcomosomes combines to form tl^v genetic code.^ 
The genetic code holds inrermation which determines ev^ytjilng about us — 
the Color of our hair, how fast we wilL grow, the si^ and shape of our 
fingernails, thumbs, arms, and so on. ' ^ 

The genetic oode fok^each of us /Was determined when the sperm and 
ovum from our parents urtited anJ formed a zygote. This oqcured at fertili- 
zation. Our reproductive cells are unique in that they carry half of the 
chromosomes (one from each pair) that every other cell carries* Thus^ when 
the two reproductive cells unite, each parent cell contributes to the genetic 
code of the ne* zygote. It is this new, unique code .which determines the 
growth and development of the child. 

One pair of the 46 chromosomes carries the information which deter- 
mines sex. In females this pair is composed of two X chromosomes. In 
males this pair is composed of an X and a Y chromdsome. Thus, in the re- 
productive cells, whefe the chromosome pairs are split up, the ovum c.an on^y 
have an X for its 23rd chromosome, whereas the sperm cells can have either 
X's or Y's» The Y chromosom^e cari;:ies very few genes. Its main function is 
to decide the sex of the child. The X chromosomes on the other hand, ar^ 
loaded with information that determines other traits. Genes on chtomosoffied 
will be either '•dominant" or "recessive". The dominant genes may be jy^ought 
of as pushy in character, whereas the recessive genes are weak. When*i^he 
genetic code is formed during fertilization, the stronger genes take over, 
and allow only their information into the genetic code. In males, where the 
23rd pair of chromosomes is XY, the genes on the X chromosome have none on 
the Y chron^psome to compete with, so they put all of their information lnt,o 
the code. Sometimes, the information which goes^ into the code is faulty. 
One type of genetic irregularity occuri when there is a faulty recessive gene^ 
on the sex determining chromosome. Since there is no information on the Y 
chromosome to counteract the faulty message, boys will get the faulty infor- 
mation. Girls can only get the faulty information if the father also carries 
the faulty gene. An ex^imple of a disorder that is caused by a faulty, re- 
cessive, sex-determ Lning gene is Phenylketonuria (PKU) . It occurs in about, 
one in 20,000 births. The faylty gene in this case causes the absence of a 
substance which breaks down certain types of proteins, some of wV^ich are found 
in milk. An infant who has P,KU x^atindt break down the proteins that are found 
in milk, and-starts to accumulate 'a ^ type of acid (Phenylpyruvic acid) which 
has a damaging effect on t*he developing nervous system. PKU is a disorder 
which Ls determined genetically at fertilization, but the degree of damage 
that occurs depends on what happens after birth. (See section on Nutrition 
in Chapter on Health Care Services.)' 

Chromosomes are life tiny threads, and occasionally they can become 
injured. Most of the time when this happens t"he*cell cannot survive/ but at 
times a new type of gene appears. This is called a mutant gene. Chromosomes 
can also come in .abnormal numbers or structures. The genetic code in all of 
these irregular chromosome^ has been altered. An texample of a disorder caused 

. Ii4 . ■ 



4 



140, . 

by this type of genetic irregularity is Down ^ a Syndrome* Down^s Syndrome 
was the 'single most Common cause of mental retardation, affecting one in ^' 
770° babies born each year. Recent evidence seems to indicate the i^ncidence ' 
is decreasing. 

A>newborn baby tilth Down's Syndrome us^^ally has certaia physical 
features rpaognizable to an experienced doctor or nurse but often not obvious ^ 
to others. Appearance is a concern of many parents. The presence of tl?e 
extra chromosome alters norma^* development , This alteration results in the 
physical features characteristic of Down's Syndrome. T4ost of the babies do not' 
hav^ all of these features but some of the mahy signs may be apparent. *^or 
example, the eyes may slant upward, the ears^may be small, the tongue may 
stick out, the hands may be smaller with 'a single creas? across the palm ^and 
the lit4:le finger turned in, and the feet may have a wider space between the 
big toe and' the other toes. The overall size of the body, and the head in 
particular, may b6 ^malle;r, and the baby is often more floppy and less active 
than other l^bies. 

One three known explanations (xyr Down's Syndrome is that th^re 
is an extra craPomosome present in the 21st pair (normally, each of the 23 
pairs have two chromosomes). This results from fault^y distribution of the 
chromosomes during 'format ion of the egg or sperm. This mistake occurs before 
conception, and is sometimes called trisomy 2K It explains about 90% of 
the Down '^Syndrome cases, (See diagrams on following pagt.) 



The faulty chromosome may come from either mother or father. The 
chances of contributing an extra chromosome become greater when the parents 
are older* For this reason, amn:{,ocentesis is increasijigly recommended to 
pregnant women over the age of 35 (s^e Section on Genetic Counseling) • 

^ - • 

Two other tcauses of Down's Syndrome explain the remaining four to 
f tve percent of the cases. One occurs after the egg and spenn unite, and* 
begin to develop into an embryo. The disorder results from division of the 
growing, mult iplying, Cells . The degree to which the characteristic Down's 
Syndrome traits are present in the child, depends upmx the number of the 
divisions that have already taken place in the zygote. If the mistake occurs 
after many divisions, and there are plenty of notmal ^J^ls formed already, 
then the abnorm^ilit ies in the child's behavjlor and appearance tend to be less 
severe. - , , ' 

The last and most rare case of Down's Syndrome occurs when a 
chromosome or a part of a ripped chromosome becomes ^tt^iched to another 
chromosome. Vhis is called translocation. "The Down's Syndrome chilti carries 
the normal pair chromosomes in pair number 21, along with the extra tran«-^ 
located chromosome. One or both of the parents of these children mary be 
carriers, and thi^ happens in One third of the translocation c^ses. The other 
two thirds result from translocation that occured after fertilization. 
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Cell division reflultlm?' in an abnormal chromosome 
number (47) as seen in Down's Syndrome. Repro- 
duced from page 33 of the Third Editiorj. of M ental 
Retardation , publishfftd by the American Medical 
Association, 1976. , 




The drawing above shows what happens with 
o ne pair (the 21st pair) of chromosomes* 
The squares represent the Chromosomes. In 
the .case of Down^s syndrome, a mistuke occurs. 
The egg from which the baby develops receives 
two chromosomes of the 21st pair from one o^ 
the parents and one chromosome 21 from the 
other parent, giving the baby an extra chro - 
mO]E|bm^ Therefore, a baby with Down's syndrome 
has a total of 47 chromosomes in every cell in 
the body. / . 
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Problems Purlng Pregnancy 

\ * 

Blood incompatibility can be another cause of mental retardation. 

Red blood cells contain certain kinds <,of proteins on their surface. One of . 
these is called the Rh protein. It acts as a foreign protein when it enters 
the blood of a person who does not have that same protein. If a mother has 
\Rh negative blood (blobd which does not have the Rh^rotein) and Rh positive, 
blood (blood which has the Rh protein) is introduced to her system, her body 
responds by' producing antibodies which kill the Rh positive blood cells. - 
This can happen during 'H blood transfusion, or during the delivery of a baiby 
who h^s Rh positive blood. %he first born baby Is not hurt J)y the blood in-' 
compatil^ity. If the ij^ther's Rh negative system was permitted to build up , 
antibodie^ future prog«aQcies could result in brain damage to thtf fetus be- 
cause of the destruction oKthe fetus' Rh positive cells. 

. ) 

Today, Rhneg^t4A^«-*fl(C)thers arej:reated after giving birth to Rh 
positive babies./'Aiiimmunization is given to the mother which destroys the 
Rh positive blo/d cells in her body, before her system has a chance to develop 
antibodies against them. - ' • 

. . ■' . 

Mental retardation of a prenatal origin is the most common of all 
birth defects. Malnutrition, viruses, infections, and many other illnesses 
and traumas during pregnancy may result in a Child' being born retarded. 
(See Chapter on Considerations about Having More Children.) 

\ ■ 

Ptoblems at Birth 

There ate also many factors which, cjjn increase the risk of mental 
retardation during delivery. Any cause of extreme pressure on the infant's 
head during delivery increases- the risk of brain damage. ^Conditions, ^uch 
as the position of the infant, the size of the infan*>^h^ad in relation to 
the dimensions of the mother's pelvis, the amount of time required for deliv- 
ery, and the supply of oxygen and .nUtr lent s to the infant during delivery, may 
cause mental retardation. ^ 

Prematurity, , though not a direct cause of mental retardation, is 
associated with low bfrthW^lght, which in turn is associated with mental 
retardation. Postmature b^iiles, born lA or more days aftei; the" full term of 
40 weeks, occur in about A :| of all pregnancies. Although Vome fetuses are 
completely unaffected by postmaturity, others starye because of the slowing 
down of the food supply in the placenta. Here again, th^ concern is with the 
adequate supply of .oxygen to the infant's brain. 

, ' Asphyxia is a medical term which means that loss of consclAusnfess 
occurs from not enough oatygen being supplied to the brain. Whenever the 
brain is deprived of oxygen, the potential for brain damage exists,. Possible 
causes for asphyxia are: < separation of the placenta from the womb before 
completion oT the birth process, an overdosage pf oxytocin (a horrtone used to 
Induce labor), usage of other drugs (such as depressants dr sedatives), usage 
of anesthesia (to relieve pain during childbirth), or malformation of the 
baby ' s- lungs . Too much oxygen intake can also be hazardous for the baby. 
Premature babies are sensitive to "pure" oxygen (over 40% levels) . Befpre 
this was known, premature infants were blinded and some became mentally re- 
tai4ed as a result of an overdflisage 6^ pure oxygen. 
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Problems Affier Birth * • • 

A newborn baby is a tiny, growing* individual , whose Immature brain 
is more vulnerable to disease and injury than the mature brain. Infections 
at birth or shortly after are anotfhler possible cause of mental retardation. 
Meningitis is an inflamation of tlj^^ brain ^Lining due to infection^ It can 
OQCur T)efore the baby is born, during labor, delivery, or soon afttSr birth. 
Meningitis is life threatening, but can be treated. It is most dangerous to 
the baby under one year of age. Inflammaticn of the brain itself is called 
encephalitis. It most commonly occurs in itifancy^ as a resi^lt of mumps, 
measlea^, or chicken pox,' and may result in ^mental* retardation. \ 

Sevefe head Injury can fl^so cause brain damage in children. These 
types of injuries are most commonly caused today by accidents. In general, 
injury due to infection is much more severe than that caused by a single 
accident. Also, injuries that occur to children who have^lready begun to 
walk and speak are usually less severe and result in different developmental 
problems than those which occur to younger children. 

Levels' of Mental Retarda tion * • 

• Abcmt 89% of mentally th^nied children are mildly retarded? and 
-not noticeably "different from th^rest erf their peers. 'J Sometimes these 
children are not even diagnosed as being ment%l.iy retarded before they start 
sQhool. For these children, the label "mentally retarded" arises^only in the 
context of school, as a result of academic failure. The adtiptive behavior 
of these children is normal. Although they might be slow learners in school^ 
they often excell in non-academic skills. (Some oi them are the "six-hour 
retarded children'' referred to in the introduction to this Chapter.) r 

Moderately retarded children ^iccount for about 6% of fhe mentally 
retarded population. Their .handicap is usual'ly diagnosed before they enter ^ 
school. The^e children have noticeable delays in achieving developfnental 
milestones, such as rolling over, sitting up, crawling', and learning to speak.^ 
An early intervention program can minimize the delays. With continued ap« 
propriate education at home and school, they learn to care for themselves, and 
acquire the skills necessary for employment. 

Severely and profoundly retarded children make up the remaining 5% 
of the mentalljr retarded population. Often they exhibit oth(6r handicaps in 
addition to their severe intellectual deficits, such as: blindness, deafness, 
cerebral palsy, or epilepsy. With the appropriate education, many severely 
and profoundly retarded individuals can learn to care for their basic needs. 

Sometimes children who are really mildly retatded are labelled as 
having a learning disability. The distinction between a learning disability 
and mental retardation is that children with learning disalilities have IQ 
scores in the normal range (70 and above on tKe Stanf ord-Blnet and Cattell 
tests) ,but demonstrate unevenness in their* pattern of learning abilities. In 
contrast, mentally retarded children have a "general learning disability!' afr 
fating •all learning abilities. The jlistinction between the ^two disabilities 
may be difficult. Correct diagnosis and adsessmtfnt, and therefore appropriate 
educational placement, is dependent upon the expertise of the clinic or school 
personnel (see Chtfipter on Diagnosis And Assessment). 
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levels of Mental JletArdation 



Level.- ► ^ 



Age 0~5~^atui?ation 
and development 



6-21--trdining aiHT 



education 



Adult — social and 
vocf^tional adeguagy 



rflld • • 1 • • 
IQ: 52^67 
89% 



Moderate • 
^IQ: 36-51 
^ 6% ^ 



Severe • • . , 
••IQ: ^20-35 
3.5% 



Profound 

JQ: 19 and below 
U5%' 



Often not noticed as re- 
tardcd by casual observer > 
but , is slower to'walk, feed 
self ^ and talk than most " ^ 
children. 



Noticeable de^at^ in fnotor 
;devefopment ^ especially in 
speech; responds *to trailing 
in various se4f-hej.p actiyi-' 
ties. 



Marked delay in motor develop- 
ment: little' or no coramunica- 
tion skills; may respond to 
trairting ±\i elementary self- 
help, e.g. self -feeding. 

Gross retardation; minimal 
capacity for functioning l^n 
s^sori-raotor areas;' needs 
nursing care. 



Can acquirj^-flrattical skills 
and useful reading and arith- 
metic with special education, g 
Ckn learn, to g^t aloftg socially. 



V 



Can' learn simple communication, 
elementary, health and , Safety 
habj.ts, &nd simple manual skills; 
does not progress far in func- 
tional reading or aritVaaetic. 



Usually walks barting specific 
disability; has some under- 
standing of speech and some re- 
sponse; can profit from system-' 
atic half£t training. 

Obvious delays in all areas of 
'development; shows basic emotion- 
al responses; may respond to 
skillful training in use of legs, 
hands, an d jaws; need supervision , 



Can usually achieve social 
and vocational skills ade- 
quate for self -maintenance; 
»may need occasional guid- 
ance and' support when under 
unusual social or economic 
stress. ,^ • 

Can perform simple tasks in 
a supportive wo^k environ- 
ment; participates in spec- 
i,al and family recreation; 
travels- alone in familiar 
places; usually required on- 
going support ^or self- 
maintenance. ^ 

Can conform to daily routines 
and repetitive activities; 
.needs continuing direction 
and supervision in protec- 
tive environment. 

May walk^ -need nursing t!are, 
have primitive "speech; usu- 
ally benefits from regular 
physical activity;* iricapable 
of self -maintenance . 



Adopted from the President 's Panel on, Mental Retardation. A National Plan i\pr a National Problem: Chart Book, 
U.S. Department of Health, Education ^nd fcfelfare, Washington, D.^T, 1963, 15. The four levels of mental 
retardation are translated into IQ ranges for the Stanford-Binet. and Cattell intelligence tests a6 reported on 
page. 19 of the American ABsociation on Mental Deficiency's 1^7^ Edition of the Manual on Terminology and 
Qlas84jfic|ition in Mental Retardation. 
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Identification 



Parents anxiously \awalt for their newborns* fltst signs of growth. 
They keep close watch for tlW baby's first smile, first words, first step. 
These first signs are of especially VltaJL- Importance for parents of develop- 
mentally disabled children. Eivery child grows and develops at a different 
rate, and may develop faster In some areas than others* But there are certain 
mllestba^s that must be reacljied before the baby can develop further! You 
nked to watch .^or and keep a record of these milestones so that you are aware 
of any delays which may exist. Developmentally disabled children will have 
delays in several major areas. You need to know where t1^e delays* exist , so 
that you can work on developing the skills needed to reach each milestone. 

' • In the Chapter qx\ Parents and the Nwds of Their Children we have 
listed certain areas in which parents of developmentally disabled children 
should' focus their 'efforts to develop their child's skills. Also see the 
following page for early signs that a developmental disability may exist. 

V 

Metjtal retardation is an irreversible condition. Mefitally retarded 
children will be behind their normal peers in reaching many of the develop- 
mental milestones. For example see ^e chart below which Illustrates the rang 
of development of normal and Down ' s ™ndrome children. The (ihlld with mental 
retardation 'ha^ the power of potential* Each child has certain skills which 
can be developed jinder the right conditions . It is cru^cial to provide the op-^ 
portunlty for development of these skills, and to encourage your c^lld each 
step along the way. 



rSfnllt 



Down's lyndfomt progrw 
^ Ndrmal progrtss 




BInh 



A0t In VMn 



0= 



, Early development of Down^s syndrome children living at home 
Compared to that of normal chlldre^. The widest point in each 
diamond represents the average age of attainment and the spread 
of the diamonds represents the range. (From Nancy M. Robinson 
and Halbert B. Robln^sbn, The Mentally Retarded Child , Second 
Eidition, New York: McCraw-lilll. 1976, page 87. > ^ . 
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Ea^rly Signs That a Developmental Dlsabl^^lty May EKlst 



—SEEING 

If Ypur, Child... 

J *doe«i not blink or turn head away 
from bright lights by 2 months... 
•frequently rubs eyes... 
•has reddened, watering or encrusted 
eyelids. 
• ^crosses one or both eyes... 

•holds head In an unnatural position 
^ when looking at something... 



^-MOVING . . ^ ' < , 

If Your Child... 

• Is unable to sit up without sup-*^' 
port by %e 1 . . . 

• cannot walk without help by age 2,... 
•does not walk up and down steps ^ 

age 3 ... 0 # 

• Is unable to balance on one foot f0r 
^a short time by age ,4... ^ V 
•cannot throw a baJLl overhand and 

catch a large ball bounced to ^im/ 
her by age 5. . . 

—PLAYING 

If Your Child... 

.does not play games such as peek- 
a-boo, patty cake, "waving bye-bye 
by age 1 . . . 

•does not imitate parents doing 
routine household chores by ag^ 
2 to 3 . . . 

•does not enjoy playing alone with 
toys, pots and pans, sand, etc. by 
age 3 • • . 

• does not play group games such as 
hide-and-seek, tag -ball etc . with 
other children by age 4... 

.does not share and fake turns by 
age 5 . . . 



•-••HEARING 

If Your Child... 

•does not turn tow^ird sounds by 
2 months. \ . 

•stops making babbling sounds 
after having once started.'^. 

•has frequent ear aches or running 
ears ... ( 

• speaks always in very loud* or very, 
soft voice. . . ^ 

•tends to om|F^p^n?ar^if .words .. . 

Vtalkjng ^ 

If Your Child. .. 

•Is not -babbling by 6 months... 
•does not respond to the*spoken 
word by age 1 . . • 

•is not using single words by age 
2 . . . , 

•is , not understood wh^ talking by 
. age 3 . . . 

•is not talking in shott sentences 
by age 4 . . . 



-t^THINKING ' 

If Your Chi^ld... x 

• does not react to his/her own name 

when called by age 1 . . . 
•is unable to identify hair, eyes, 

ears,' nose and mouth by pointing 

to them by age 2... 
•does not understand^ ilmple stoi:^es 

told or read by age 3... 
•doed not give reasonable answers 

to such questions as '*What do you 

do when ypu are sliepyT^'^or "Whpt 

do you do when you are hungry?" by 

age 4 . . . 

•does not seem to understand the 
meanings of the words "^oday", 
"tomorrow," "yesterday" by age 5»., 



THEN... consult your physician or an early intervention program (the Lake- 
McHenry Regional Program^or the Low Incidence Cooperative Agreement, LICA, 
Program). In addition, some diagnostic clinics do take self-referrals. Check 
with the directory in the 
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Sometimes mentally retarded babies are described as beln^ "petfect * 
babies". They are often very quiiftt and content, and seem to sleep for long 
•mounts of time during the day. They hardly ever cry. On the other hand, 
some mentally retarded babies are very restless and fretful. As parents you 
must be careful th^at the "quiet baby" i« riot bting so "good" because of an 
inability to pay attention to all*the things that are going on around.' The 
restless baby may be aware of things, but may shift attention too quickjly 
from one thing to nilie next, not being able to focus bn any one event long 
enough to absorb it. Both babies need to have someone help them focus their 
attention towards Vme object at a time. One of the easiest wpys of doing this 
is through play. Through play, the child's interests can be abused, and 
attention can be drawn to specific sounds,, objects or movements. Teach ypur 
child to become aware of his or her body. Play with the baby's toeg, hands, 
and fdjigers. Play "Peek-a-boo" tor "This little piggy went to market". Show 
you r^ child each finger as you count them. Place small objects into your 
child's hands, exposing him or her to shape and texture. Teach your child ^ 
how to use a finder to point to things. Introduce the world of sound by 
demonstrating all the different "bounds that you can make^ Make funny faces 
for your child, using his or her finger to point" to the different partd of 
your face. Open up the world of movement by rocking Jrour child HLn your arms, 
or gently rolling you^ child over, or move your child's hands and feet together. 
It is during these t fines of play that the most active learning goes on (ov . 
the mentally retarded child. The degree to which your child will develop 
^his or her {)otential depends largely on the love and- suppott which you give. 



T reatments » 

There is no cure for mental retardation^. None of the underlying 
genetic, chromosomal, or neurological defects can be corrected. The aim of 
dietary, therapeutic and educational programs is to minimize the mental and 
physical disabilities. Parents of mentally retarded children may be unduly 
susceptible to claims of quacks, charlatans and well-meaning but mistaken 
people that a cure can be effected, or that a particular tteatment will re-- 
markat^ly improve a child ^s development. Through the years a host of drugs 
and diets of various kinds have been promoted. o1)jective evidence as to the 
effectiveness of most of them is lackit^; Two noteable exceptions are the 
special diet^for children born with phenylketonuria (PKU) and the treatment 
for hypothyroidism which can prevent mental retardation from occuring — they 
could not, of course, reverse the effects of * mental retardation if it had al- 
ready developed. 

You should be aware that there are some import«int strains between 
experimental research and therapeutic or educational help. Good experimental 
research is conducted on narrow questions which can be answered (as to whether 
the treatment makes a difference or not) by available methods. Children 
("subjects") are selected to fdt the research design. Individual differences 
are minimized. Treatment obviously cannot be nearly so* precise. Treatmerit must 
be prescribed fo^ children who are unique Individuals. Experimental treatments 
may not be effective for your child even though they do work for other childt;en; 
on the otfier hand, unproven treiitmentH may work for your child* You may be 
willing to try out some new treatments even though they are^ontroverslal . You 
should be open* to the idea that your child could benef It Hfrcum new discoveries 
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•r unprovto treatment's. At the same time, you have certain fia»»olal, 
physical and smotionul limltatloi^p. If a treatment woulyl require undue 
aacrificee from the family, itv la poj^. fplf.you- If you do, try a ^ 
Sen JrelSent you sh^ldVo tfo wltk \ta idea that theri. 1. only a JhiTl^^ 
>obaM?lty that it will help yout child . .Be optimistic, *ut do not held out 
ttnrealiatft: expectations. <• , 

One controversial treatment is "Freshcell Therapy" as ^practiced at 
Clinic La Prairie founded by Dr. Paul Niehans in Switzerland (Contact: 
Professor Niehans U. S. Information Center. New life ^"^f .^/°J,^-83, v < ~ 

Grand Avenue. Suite 222. Kansas City. Missouri JJ^^^'/f •P^* 
Cellular injections begun in early Infancy are thought to reduce later re- 
tardation. * - *" 

/ The intensive use of physical therapy and other treatments, as in 
the boman-Delacatto method (discussed in the section on Cerebral P»l»y> » 
^d more success with children having physical Impairments due to brain-damage 
than in the treatment of ^children whose primary disability is »«;tal retarda- 
tion-though Doman-Delacatto claims to help ^chUdten of varying .disabilities. 

Avther treatment, the F*ingold diet. Wolves the »trict adherence 
to an addltlvea-free diet to, lessen hyperactivity in children. Feingo Id claims 
tLt strict adherence to the diet should cure all children with hyperactivity, 
though research by others ddfes not support his results. 

'You will undoubtedly come Across many others. To . verify tl;ie credi- 
bility of any new treatment, talk to your physician, the personnel at your 
child's school, and contact your local chapter or affiliate of the National 
^ Asiiciation fo; Retarded Citizens. They will be able to provide you with the 
*C^Bt recent information about the treatments so that you may 4ecide which 
^^es may be beneficial for yoUr. child. • 

"The outlook for a child with mental retardation depends on the level 
of the disability, yotkf ^'in^uence and support in the home, and obtaining an 
appropriate education (see Chapter on Education). 

When considering educational alternatives for your child you should 
aim at choosing the levei of special education which is least restrictive. 
ke^Ustlc expectations and goals sl^ould be set. -Nothing will discourage a 
. cMld faster'than repeated failut;e because -"-"J^^^f 

for your child to become enthused with education and learning, he or she must 
. expedience the Joy and pride of succesJ. Although you will P^*];*- 

based^ott yo.tr child's present c1«racteristi<;s and. needs, you should, look for . 
. a program-which advocates flexibility and integration of experiences with 
no^r^ers and others In the community. You will re-evaluate your child s 
progress periodically, and you may find that your child's needs '"'ve changed 
making the current setting less suitable. At such a time, goals, expectations, 
and classroom settings may be ready for restructuring. 
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Recoromende4 fo r Fur ther> Reading 



Apgar, Virginia and Joan Beck. Is My Bab y All Right?' 
1974 N«w York: Pocket; Bpoks. 

A book for parents explalnlng^lrth defects and disorders 

% occuring before or at the fme oi^ birfih that are serious 

enough to require' speclaKmed leal care and/or educational 
help. Written' in non--technical voca^bulary, but does in-- 
elude a -few medical words,. NOT recommend ed^ as a book to 
, read first because the book can seem uncomf ortablt, dis- 

couraging and frightening especially to those who are ex- 
pecting or^hopte^to Tiave children in the future* 



Buck, Pearl 
' 1950 



S. yXhe^ Child Who Nev er Gteyv New. York: John Day; 

First appeared as an article for the general puj^lic in 

#- the Ladiesj' Home Journal. The author describes hoW she ' 
coped with the fact that she had a- mentally retarded 
daughter. / A very readable way of informing others about 
the feelings of a family with a retarded child. 

Barnard, Kathryn E., and Marcene L. Erickson. Tgachin^ Children with , 

1976 Developmental Problems: A Family Care Approach . St. Louis: 
C.V. Mosby. 

Presents information, rationale, and the process used by 
the authors in working with disabled children in infancy 
^ and early preschool years who live with their families. 

Includes suggestions for parents, nurses and others vho 
work with these children on how to assess and observe 
the children with techniques, for teaching self -feeding, 
toileting, dressing skills. 

Grossman, Herbert J. (ed.). Manual on the Terminology and Classification 

1977 in Mental Retardation . Washington, D.C.: American Association 
on Mental Deficiency* 

' Quite technicalfP The A.A.M.D.'s attempt to provide a 

definition and classification system for use in the field 
of mental retar4atit)n. Contains definitions on all types 
of diseases and disorders and includes tables of expected , 
adaptive behavior levels for all' types of mental retardation. 

Horrobin, J. Margaret, and John E. Rynders. To Give an Edge; A Guide for 

1975 New Parents of Qp wn^s Syndrome ^mon goloid) Children . 

Minneapolis:^ Colwell Press. ' ' 

Presents both sides to the question cyf, whether parents of 
Down^s Syndrome children should keep their children at 
home or place them in foster homes or institutions. Vre- 
sent.S'facts about J: he syndrome and knowledge gf how Other ^ 
parents of Down's children have coped. 
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Hunt, Nigel. The Wgrld of Nigel Hunt; The Diary of ' a Mongoloid Youth . 

1967 New York: Garrett Publications. • , 
. An autobiographical essay written by a Down ' s*" Syndrome 
young adult, interestirtg view of the world through 
the eyes of someone Witlj a serious developmental dls-j 
ability. 

Klein, Gerda. The Blu.e Rose . New^York: Lawrence Hi^ll, 

1974 Wonderful, simple book which tells the story of Jenny; a ^ 
young mentally retarded gl,rl anc^ what 'it is like to be 

^ dif f ereht . For use with siblings and other children to 

<: help them understand what it is like to be mentally re-- • . , 

I tarded. Good photographs to illustrate text. 

Koch, ''Richard and Felix F. de la Cruz. Down/s Syndrome (Mongolism) ; 

1975 ][lesearch, Prevention^ and Manag^ement > New York: Brunner/Mazel. 
Assesse3 developments in research, prevention, and 
management presented at a recent national conference. 
Presents authoritative findings on effects of new and* 
controversial treatments. Focuses on prevention and 
diagnosis, the important function of early intervention 
programs, knd th6 interaction of the mentally retarded 
individual with the larger world of work, family^ friends, 
and society. ^ 

Macmillan, Donald L. Mental Retardation in School and Society > Boston: 
1977 Little, Bro«m. ^ ~ . 

Textbook emphasising the importance of psychosocial and 
educational issues related to mental retardation, rather 
than the biological, medical, and 'genetic aspects. Xopics 
^ include the effects of labeling children, testing minority 

children, mainstreaming , due process, dlagnpst ic-^prescr ipt ive 
techniques, and tl|e impact of mental retardation. ^ 

Perske y Robert . New Direction for ^ai^ents of Persons VHio Are Retarded . 
1973 Nashville : Abingdon . ^ ^ 

Deals with nttltudc^n of parents and family toward a family 
member with retardation. Challenges parents to work: at 
* . getting their own thihlying straight about the mental re« 

tardation of their child; at seeing their- child's human\ 
need^ for joy, su^apess and acceptance; at trying for the 
healthy reorganization of their family so that the re- 
V tarded d^illd can definitely be a part of it; and at organ- 
izing other patents in order to tackle society's long- 
standing and unfair prejudices against mentally retarded 
citizens. . Beautiful line drawing illustrations, 

Robinson, Nancy M., ajid llalbert B. Robinson. Ilie Mentally Ret ard ed Child : 

1976 A Fs^h^] o^JLcal Approach . New York: McGraw--Hlll . 
A pfeychologically or Ifentcd textbook concerned with mental 

^ ' retarda-t Ion . The authors focus on tlie large, gray border- 
line between low-average human jmental achievement and tte 
deficiency of the severely retard^. They also discuss the 
historical and recent developmarfls In special education of 
mentally retarded children. 
> 
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Richmond 9 Juli^us B., George Tar j an, and Robert Mendelsohn (eds.)* Mental 
• 1965 Retardation^ , A Handbook for the Primary Phyalclan ^ Chicago: 
♦ American Medical Association. 

Directed primarily toward practicing physicians. This 
,^ ' handbook considers the problem of diagnosis and pre- 

vention, followed by (]^talled discussions of care and 
rehabilitation and the physic Ian Vs Involvement in con-, 
tlnulng research and education. Recommend, it tp your 
child's pediatrician and other doctors • 

For the latest information. qn recently puDllshed books and articles contact: 

The National Association fot Retarded Citizens 

2709 Avenue E East ^ * 

P.O. Box 6105 ' - ' , . 

Arlington, Texas 76011 - 

Parents' Campaign for Hand Icapped*, Children and Youth ' 
Box 1492 ' . . ' . 

Washington, D.C. 20013 • . /c..^.- 

- " . • .x'i: 

Dovm ' af> S^yndr9me Congress '< . ''- 

' 118 Paloma Drive 

San Antonio, Texas 78212 ,:" 

I 

National Association For Down's Syndrome ; 
282' West Fullerton . / ' 

Addison, Illinois 60101. * / 

/ 

The U.S* Department of Health, Educat^n, and Welfare through the Public 
Health Service and the Health Setvlpes Administration published A Readey/s 
Guide for Parfents of Children With Mental, Physic a l ot\Etaotlonal Disabilities 
by. Coralle B* Moore and Kathryn Gorham Morton in Jr9/6, It is for sale by 
the Superintendent of Documents, U.S. Governmeht Printing Of flee, Washington, 
D.C., 2040? • Ask for DHEW Publlc^tlen^ NoV (HSA) 77-5290* Since there la 
always only a limited supply, this publication may be out-of-print. Ask the 
Superintendent of Documents to send you information on other publications. 
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CerebiE'al Palpy. . 



; Though tlte^^^ymptoms havt been recognized and recoVded throughout 

history, it was not tSftil the end pf Wbrld War II that Winthrop M. Phelps, 
a Baltimore doctor, became the f irst perspn to use. the term cerebral 
(conceriied with the brad(n) palsy (paralysis). Cerebral palsy is a genera; 
label used to describe central nervous system damage combined with many 
levels and kinds of muscle apd sensory difficulties which. give the diaprder 

- its distinctive pattern. Cerebral palsy is, realistically, a number of die- 
o^ers. . y , ^ « 

A person with cerebral palsy usually has lifetime problems Some of 
the effects — Inability to concentrate, emotional stress, perhaps seizure 
activity from time to time, to cite a few-nnay not appeal/ at a glance. But, 
some bf the clearly visible physlpal defects can be distressing. The^con- 
Mquenqes of jammed-up or overactive motor control centers of the^rain make 
movements 'ftwkward, difficult, or altogether Impossible. A walk may be more 
liU a stagger. Arms wave involuntarily, sometimes, wildly; speech stumbles, 
gagfe or halts. Or, perhaps, movements are .stiff or Impossible because of 
locked, spastic 'muscles. Sight, hearing, and other senses may be Impaired, 
too. Of course, no one person with cerebral palsy will suffer from all these., 
disabilities and the degree to which any symptom is present will vary. 

$ ' ^ ■ 

Causes of Cerebral Palsy 

Cerebral palqy usually occurs during pregnancy or the first few years 
of life when the brain develops. Scientists belike that the young b^ain is 
especially sensitive to interference with blood circulation or changed in 
blood chemistry. For example, interferences in brain activity and growth cat) 
be caused by a lack of oxygen (anoxia) to the brain, by infectl^ons or diseases, 
or by some kind of head trauma (injury or shock). There are many causes , Lor 
cerebral palsy, yet seldom is It heredity. ,. Anoxia, a lack of oxygen to the brain 
is the leading cause j but Jio def incite cause can be ^ound in forty percent of 
the cases . • . . 

Cetebral palsy affects between one and five children per thousand 
under the age of twenty-one. In the six-county Chicago area, there are about 
24,000 people with cerebral palsy. ' •• • 

Types of Cerebra,! Palsy 

Classifications of cerebral palsy have been based on the character 
of the disordered movement, the various parts of the body afflicted, the 
degree of Impairment, and the associated disabilities. 

The most familiar classification is based on the character of the 
disordered movement. Three main types ^ire identified: spastic, athetoid 
and ataxic. 
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Spasttclty involves tense, contracted muscllbd* When a child with 
spastic cerebral palsy tries to move,^ the muscles counteract one another,^ 
making movement difficult or impossible^ Spasticity affects J5i|60 percent 
of those with cerebral palsy^^ 

Athetosis is characterised by involuntary exaggerated movement of 
the arms, legs and head* Constant uncontrolled motion of the limbs and^ head-, 
especially the fingers and wrists, is apparent except at rest or sleep ^ 
Athetosis affects ,^0-25 percent of those with cerebral palsy* 

Ataxia refers to a lack of coordination due to a disturbance of 
balance* This poor sense of balance often causes stumbles and fall^, making 
any kind of movement d if ficu It Ataxia affects 1-10 percent of those with 
cerebral palsy* 

* . # 

Children having various combinations of the above types of dis- 
ordered movements account for IS-AO percent of tUl children with cerebral 
palsy. 



The following table represents a classification ofNrerebrat palsy 
according to the parts of the body affected: 

U Hemiplegia -i- one side of the body (either right or left) is Im- 
paired — 30-40 percent. - , / 

2. Diplegia — the legs ^re more Impaired than the arms — .10-20 percent! 

3. #v Qua^ip'iplegia — all four limbs are impaired — 15-20 percent. / 



4. Paraplegia — the legs only are impaired , — 10-20 percent. ' ^ 

^ I 

5. Monoplegia — one limb is impaired — rare.- ' ^ 

6. Triplegia — three limbs are impaired — rare. ^ 

The degree qjf severity is part of the classification.. Only fi/ely 
precise movements, such as writing or talking are impaired in children/ with 
mild cerebral palsy. Moderate cerebral palsy impairs grossmovements/ (such 
as walking where crutches of braces may be needed), fiile movements ox/ speech 
clarity; but the performance of usual activities *s possible. Seve/e cerebral 
palsy involves the inability to perform adequately many of the usual daily 
activities such as walking, using hands, or using speech for communication. 
I. 

Many classifications of cerebral palsy include the physical, intel- 
lectual and emotional problems that may be associated with the condition. 
jPften vision, hearing and sight may be Impaired. Convulsions may accompany 
the disorder* The children may have learning problems due to mental retardation 
or emojtional and behavioral {>r(;^lems. 
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Detect Ion 

Early identification of cerebral palsy in babies can make it pos- 
sible to provide treatment and training that can reduce the extent of the 
disability and prevent severe deformity. Unfortunately, cerfebral palsy 
cannot be cured, but the earlier the treatment cai\ be started^ the easier 
it, is for the child and the family to adjust to the disability • 

** * . • * . 

Symptoms vary widely depending ^on the severity and location of the 
brain damage. Some children with cerebral palsy may show no obvious signs 
for a long time. Others may have serious symptoms from birthi* Some physical 
symptoms evident at birth or in early childhood are difficulty in sucking, 
poor muscle control^ poor coordination, problems with hearing and seeing, ^and 
muscle Spasms and seizures. Some behavibral symptoms are unusual tenseness 
and irritability as an infant, and poor abilit^y to concentrate. 

These symptoms are not unique to children with cerebral palsy. If 
your phild shows any of these symptoms, a; thorough assessment should be under- 
taken to diagnose the nature of the cause (see this manual's section on 
Diagnosis and Assessment).* For ex^ple, children with phenylketonuria (PKU) 
have the same marked irritability as do children with cerebral palsy. Treat- 
ment of PKU involves adherence to a strict diet to eliminate the irritability • 
and other symptoms of the disability. Such a diet would probably be of no ase 
to a child with cerebral palsy. Correct diagnosls^s important for the^^reat-- 
ment of cerebral palsy. 



Treatments 
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There is no cure for cerebral palsy, but much can be done to. hel6 
people with fcerfebral palsy become self-reliant. Mechanical aids, sudh as |i ^ 
communication devices, special eyeglasses and hearing aids, walkers, bracete, 
wheelchairs', and specially equipped cars can make life more normal. Medi-i 

V cation can often relieve a person with cerebral palsy from seizures and 4 
muscle spasms. Surgery can help some spec if ic*^ problems, sUch as certain e^e 

. and ear difficulties and walking probletps.t' Most useful are physical and 
occupational therapies. These therapies involve "motor re-education'' exerj-* 
cises that Jielp children to gain better control of their limb's. When com- 
bined with mechanical aids, therapy can help children nave better mobility^ 
Speech therapy helps cerebral palsied children acquire better communicatioit 
skills, which allows for better social, educationv^d vocatimfial opportunities. 
Counseling, either indjtvidual or group, heAps those with cerebral palsy depl 
with emotional, social, and practical problems related to their physical ' 
handicaps. Treatment is tailored to the individflfctl. Since cerebral palsy is 
not a single condition, there is 'no one single treatment for it. 

The outlook for a person with cerebral palsy depends on the extent 
of the disability. Many will be able to attend public schools in special 
education •or regulawattendance classrooms. Some will need residential care 
because of their severe physical complications'.^ About one-third of the peo- 
ple with cerebral palsy test at normal or above normal on, intelligence tests 
and-^ay be able to attend college. Whatever the extent of the disability, 
, each cerebral palsied person is ^titl^d to gain every bit of independence 
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possible. Realistic vqcatlortal guidance should be a part of schooling pro- 
grams for the cerebral palsied to prepare them for Jobs which are ijithin 
their a1)ll it ies/ 

^ Families dan help their cerebral palsied children to Adjust to their. 4 

disabilities and make the best of theii; lives* For parents of cerebral 
palsied children under six years of age, the book, I tendllhg the Young Cerebral ^ 
Palsied Child by Nancie R. Finnic, shows how parents, as th^ mo^ Important 
part of the^i^eam educating the child, can be partners with thera^sts and 
educators. How to Create Interiors for the Disabled by Jane R* Cary, is a 
guidebook showing parents hpw to adapt their hbme environments to the abilities 
of their handicapped children • For those with cerebral palsy yho have Aver^ 
age or above average intelligence, Sol Gordon's Living Fully; A Guide ^gr 
Young Peo^e with a^ Handicap, Their Parents, Their Teacbefs, and Prof eq^ionals ^ 
will help the cerebral pYlsied manage home and school ^^ily activities* Sara 
Bonnett Stein's About Handicaps helps explain cerebral pflsy to brothers, 
sisters, and other children. Kare n and its- sequel With iXjye Froro> Karen are 
Marie Killilea's autobiographical accounts of Her cerebral Wis led daughter's 
struggle for independence through education in mobility and^^eading and writing. 

Research is being conducted to try to eliminate the causes of cerebral 
palsy and also to try to find cures or better treatment for those who do have 
cerebral palsy. (The manual's section entitled "More Children" discusses the 
best ways known to prevent disabilities from occuring.) ^ ^ 

Th^e is m^ich controversy over a treatment known ^as the Doman- 
Delacatto method. It is used at the Institutes for the Achievement of Human 
Potential in Philadelphia and elsewhere around the world. Dr. Glenn Doman 
has developed techniques to treat br«f in -injured children and has reported 
some great successes, but the treatment plan has drawn much Criticism from 
ather medical researchers. The techniques and the history of the Institutes 
are discussed in Doman 's book. What To Do About Your Brain-Injured Child . 
Opposing viewpoints can be found in issues of the magazine Exceptional Children 
since 1966. The latest information on current research, and more information 
on self-help is available ^froin the United Cerebral Palsy Association of 
Greater Chicago, 3A3 South^^Deatborn Street, Chicago', Illinois 60604, telephone 
922-2238; or the United Cerebral Palsy Associations, Inc., 66 East 34th Street, 
New York, New York 10016. j ^ 



Recommend e Further Reading 



Gary, Jane Randolph. H oW to Create Int eri ors for the Disabled . New York 
1978 Pantheon Books. ^ * 

A guidebook for families and friends of the dfsabled for 
the construction of home environments that are usej^ul and 
comfortable for the disabled. 
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Doman, Glenn* What to Do About -your" Braln-lhjured CbllA or Y6ur%Braln- ^> 

1974 Damaged^ Mentally Retarded^ Mentally Deficient. Cerebral-t)alaied , / 
Emotionally Dlaturbedt Spastic. Flaccid > Rigid > Eplllptlc t> , 
Autistic^ Athetold. Hyperactlue Child . Gardlcn City, New York: 
bbublelay . - " ""^ i 

Documents the history of the Institutes for the Aclilevement 
of Human ^j^.entlal which the author helped start and the 
techniqiyps and treatments ilteed at the Institutes to tty to 
help cur* the disabilities o£--cW.ldt en mentioned in the title* 
" Since this treatment is quite controversial; parents should 
investigate thoroughly before accepting this. book fit face value* 

% • "* 

Flnnle, Nancie R* Handling thfe Young Cerebi;al Palsied Child * New York: 

1975 E* P* Dutton. . . ' 

R'ecommended l!y United Cerebral Palsy as the best 'guide for ^ 
pa|:ents» nurses, therapists, doctors, sotlal workers, and 
others involved in the caring for young childrerl with c*erebral 
palsy* Teaches techniques for sleeping, toilet trjfi^ining, 
# bathing, dressing, feeding, and other daily activities that 

^an be done at home* Includes a checklist to a$aes^^ the 
abilities of a cerebral pdlsied child* 



Gordon, Sol. Living Fully: . A Guide for Young People. with a Handicap, Their 
1975 Pflfrents, Their Teachers, and Professionals * New York: ' John 
Designed to enhance the self-acceptance of youths with 
handicaps who are of at least potelitially average intelli- 
i gence, and who are, for the most ()art-, able to take care 

of themselves* Focuses on everyday problems of home and 
school 'Wnagement," concentrating On basic sbcializat ion 
needs which will enhance opportunities for adult happiness* 

Klilllea, Marie* Karen> New York: Dell* 

I960 A case study of one mother ^s experience with a cerebral 

palsied chilk, from birth in 19A0 through her filrst eleven 
years* Documents the economic, socj^l, and emotional hard- 
ships and rewards involved in educating Karen to be mobile, 
read and write, as well as the early growth of United * 
Cerebral Palsy Association* Somewl^at outdated although its 
easy readablly still makes it a gdod book for background in- " 
formation on cerebral palsy* ^ Recommended for high school stu- 
dents and the general public* 




Klilllea, Mar ie^N With Love From Katen* New York: Dell* 

196A Sequel to Karen * Continues thtough heY 21st year* 

St^in, Sara Bonne tt* About I j [attdlcaps: An Open Family Book for Parents and 
. 1974 Ct^ildren Together , New Yort: Walker* ^ 

Explores the relationship between two children, one of whom 
is handlcappfcd* Has separate texts for the adult and child — 
vivid photographs and simple language make it easy reading 
, for a child, while |*arents and teachers can follow an accom- 
panying text that provides more specific details* 
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%The brain has millions of nerve 'cells, called neurons, which work 
tog'fether to, control or ^Ide whatever ^e db. To do their 'work, the nerve 
cills build up a supply ^bf electricity through -the action of chemicals tfhey 
contain. Etch cell has Its own storfi^ge battery, which discharges electricity 
at the propfif moment and then rechArgft's JWmiediatejly . 

■ . • • ■ • / < ^ 

m\ But cells, through injuij^y or dls^aa^, can become overactive and fire 
of f ^Irr^egula^ly. . This distifrMnce c^r^-^ddenly sprecM to neighboring ar'eas 
,or Jump to distant ones or even' over wheljn the. b^aln wl)^ it spreads/ 

^ When this happens,- a seizufe. r^sul^is. Persons whp are Identified 
through medlcfil tests as having had qne or several selwiJAs are said to have 
fejp^ilepsy. , ' ^ * " - 

Anyone at Any time (yan^ experieaotfT^nJury*vpr disease that can lead 
to epilepsy. It Is estimated that there are About 2,000,000 Americans with 
epilepsy,' and 100,000 new cAses develop €^ach year, <When ptoptajiy understood 
arid medically 'supervised, epilepsy should not prevent most people from leading 
a full, productive 13Lfe. . At least fifty percent of all cases of ^epilepsy can 
be controlled with proper medication; about thirty petc<fnt can gain partial' 
control; anjd twenty percefi£ usually hwe an additional, disability that makes 
Ireattoeht difficult • ' ^ . . . 

In'the past. It was widely bellfi^^ that epilepsy was inherited. Bij^t ^ ^ 
as more' specific cfSauses werfe discover^, researches ^egan to believe that 
epilepsy was not Inherited at all. / ^ v. . 

Researchers do belj^eve that children •can Inherit greater susceptibility 
to seizures, but not epilepsy itself. '^Anyone can h&^e a seizure if the brain 
Is sufficiently irritated. Persons having a low tJKreshold to seizures will 
develop se^lzure activity with less^stlmal»tlon than otliers with higher threshold 
Almost everyone knows of some past or present relative who has had seizure 
activity. Parents and potential parentis should not worry about .passing pri a 
tendency for ep49.ep«y,vwnless their f^ily history shows a strong recurring 
pattern of persons having epilepsy. (See section on '^ore Children" which 
/.discusses genetic counseling.) . . • » 

Ca uses of Epil j ^psy . # ; ' 

. Selzuijes can be cau^fcd ^by head Injuries {e^t- birth or after)^ scars 
In b^aln tissue, ilialformatlon%^d cert^iln chemical disorders. Sometimes the 
cause Is^ unknown. ^Some of toh^ more common causes that may be ^irj^entable 
ffllow« , 0 ' . 

Lead polsonljig is one cause of seizure activity that can be prevented* 
Lead poison li)g usually resultd from eating ^kint chips or dust that contains"' 
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small amounts of lead. Before 1950» most houses were painted with paint 
containing excessive amounts of lead. Homes In deteriorating condition are 
particularly susceptible because of peeling paint. Close to fifty percent 
of children between^ the ages of one and three have urges to eM nonfood . 
itons llie paint, dirt, and dust. At tlmea, these children may put Into their 
mouths everything in sight. Lead poisoning by ingestion o^ paint chlpef is a 
major cause of .epilepsy* Another source of lead poisoning is pottery made 
with lead glazes. When high acid fooda like orange juice or colad are put in 
these kinds; of containers, the lead mixes with the drink and is consumed. 
Exposure to all known sources of lead should be decreased to help prevent lead 
poisoning, ^ ^ 

More causes of seizures are the common childhood diseases of measles,^ 
mumps,, and diphtheria. These«can be prevented by making sure that children 
are given Immunizations on sdhftdule. (See section on •'More C^ldreri" for the 
Immunization schedule.) - > 

Head injury, due to accidents, accounts for a large number of child- 
ren who hfiive epilepsy. The most frequent causes Of epilepsy in children are 
car accidents and falls on hard pavements. > 

Some (fCher causes are nutritional def IcienclieB, high fever, bra4n 
tumors, and abscesses (a localized collection of pMs in any part of the body," 
formed by tissue disintegration and surrounded by an inflamed area). Any one 
of these factors, when followed by seizure*act ivity , has caused some injury to 
nerve cells in^the brain, or to the way the (icrve cells* Interact with one 
anothen. 

1 ' ' ' 

When the cause of epilepsy is found the disease is called "sympto- 
ma|;i;c" epilepsy. When the cau^e cannot be found, the disorder is ^termed 
"^essential" or "Idiopathic" epilepsy. 



Types of Epilepsy 



Epilepsy is usually classified by the type of ^beizure •that a person 
has. Seizures used to be described as grand mal, petit mal, and psychomotor 
There is a ne\< classlf icatloti system which divides seirure^into two main 
groups, partial, -and generalized. 

The^iartial seizure affects only part of the brain. One example oP 
a partial seizure is a psychomotor seizure. This might Involve complex visual 
and auditory hallucinations,, a dream-like state, and automatic movements in 
which the individual continues tp perform somip act over and over, for example, 
chewing and lip- smacking. 

Generalized seizures are those which appear to affect the whole br^iin 
at once. There *^is a loss of consciousness and the whole*body is affected from 
the onset. There are two main kinds. s ^ \ 

1 

One form of a generalized seizure Is the petit mal, or absence seizure. 
Suddenly^ and without warning a person stops an activity and enters a momentary 
trance. The atfack usually ends quickly and the person carries on as If nothing 
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had happened. Sometimes rhythmic blinking or random, jerking motioni occur 
Other times there ^Is^a sharjp increase in muscle contraction^ or a'reductlon 
of muscle tone* To t\ie observer Ijf may appear that th^ person Is daydreaming 
or staring at nothing. This kind of seizure may strike as often as one hun- 
dred times a day, lasting only a few seconds ^eacj) time; 

The second form la grand mal seizure. While some experience a vag||e 
and iH-<lefin^ warning, known as an aura, most lose consciousness without 
• knowing^ that a seizure Is about to happen, A sudden, pharp, rigid contraction 
of the muscles is of ten paccompanied by irregular- t^reathing and drooling, ^jt/hen 
the* convulsion is over, there is relaxation of the muscles, and the petson may 
Jfall asleep 



Detectio n 

Electroencephalograms (EEGs) are the best means for detecting epilepsy. 
It Is a simple, non-inVasive process done in hospitals and tlinics on an out- 
patient basis. The whole procedure takes only a few hours, at most. 

In preparat ion for the EEG, a technic ianflmay git^e the p'ferson a* relaxing 
liquid to drink. Then the technician parts the person's hatr in several places 
and pastes tiny flat discs, called electrocles , on the scalp. Each disc picks 
up ^n electric currejit from a different part of the brain, A wire carries each 
br^ln current to a device that lo<)ks like a radio receiver, where the tiny 
current is amplified . Each amplified current moves a pen that is held against 
a moving band of paper. The record of the EEG is a series of long wavy linejB — 
--one for each section of the brain where the di^cs are placed. 

The technician can analyze the band of^ paper and fletermineHf the 
person has brain waves that indicate epilepsy. The process if not foolproof, 
but It Is accurate with ninety 'pQrrcent of the cases. 

As complex as th(^ KEG is, only brain waves can be detected. The EEG 
In no way can measure thcrUghts, intelligence, or igental health. • 

Another mean^s of detecting epilepsy Is the tlomputerlied Axial 
Tomographic (CAT) Sccin, a type of computer and x,^ray combined. A GAT Span * 
takes pictures of the organ from many sides which the computer combines into 
a threes-dimensional picture. This process analyzes the whole organ at once. 
Brain tumors can be pinpointed this way. This method is quite expensive and 
Is only used when other fests Indlcafc^.a possibility of visible^ .brain damage. 

^ ' TJiere are other tests which cgn-be used to detect brain damage as a 
possible tause for epilepsy. Th^y involve Injections that are potentially 
harmful to^ the pafclegjt. EEGs and CAT Scans arc the safest and^most effective 
diagnoses 96; far . * * ' 



Treatments • ^ ' ' • 

- , . . V 

"... ,j / 

ChemotherajJy , or drug therap.y, is now the mosCr common treatment for 

^jpilepsy. Ant i --epllept Ic drugs stop seizures ft&m liappenlng. How they change 
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the seizure threshold, or how* they prevent tl^e electrical seizure discharge 
from happenini^ Is nbt fully known* It is not known why some drugs arie 
effective a^aln^t seizures while others , which are much the same chemically, 
are not'. ... j ' • * 



Many anti-convulsant drugs are available by prescript ioiiu^ Purchasing 
drugs through the Epilepsy Foundation of America's Prescription Drug Program 
(see directory) or by asking your pharmacist to fill the prescription with 
the generic name of the drug can 'save* money for the person with epilepsy. 

Here;i8 a 'list of antiepilept ic drugs by their trade and generic 
names: 4^ 

TRADE GENERIC 



Atabr Ine 
Celontine 
Glonopin* 
Depakene 

De xedr Ine , Benzedr Ine 
D iamox ' 
Dilantin 
Gemonli 
Leminaly 
Mebaral 



Stental , Eskabarb 



Mesantoin 
"Milantin 
My sol ine 

' Paradione 
Peganone 
Phenuf onfe 
Tegretol* 

, Jrldione 
Val^un^ 
Zarontin 



Quinacr ine 
Methsuxmide 
Clonazepam 
Valproic Acid* 

Amphetamine 

Ac etifizolaliid e 
rhenytoin Sodium 
Metharbital 
Phenobarbital 
Mepho barbi tal 



Mephenytoin 
Phensuxmide 
Pr imidone 
Par amet had Idne 
Etthotoin 



Phenace^nide 
Carbamazepine 
Tr imethadione 
Diazepam 
Ethosuxmide 



^Tegretol, Clonopin and Valproic? Acid were introduced and approved 1q this 
country In 1974, 1975, and 1978, respectively. 

One of the latest breakthroughs in drug therapy is not a drug at all, 
but a laborat^y technique In which a sample of blood is taken from the per- 
son and chemically analyzed to measure the amount of anticonvulsant drugs in 
the bl6od;5tream. »by monitoring how much of. the drug is in the bloodstream the 
doctor can see if the dosage is too low to be effective or so high that it could 
cau^e unpleasant and dangerous side effects. If a person is taking several 
kinVis of drugs "and is haying some problems, the blood level testing will show 
which drug is^ causing, the problem. In earlier 41^8, .the doctors had to test 
by. trial and error. With blood level testing, it Is fhuch simpler to prescribe 
dosages that will give maximum seizure Control with minimum side effects. 

* There are a^ few pases of epilepsy where other methods are used. Some 
cases may need surgery; vith others, special diets can^wotk. 
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There are a very limited number of patie'nts for whom surg^ery is 
appropriate. Surgery is only done when seizures cannot be controlled by 
drug9 or the person has partial epilepsy arising from a part of the brain 
which can be removed without effusing significant physical and intellectual 
loss, • • 

Another kind of treatment is the Ketogenic diet which consists of 
foods with high fat content and low carbohydrates -(for example bread and 
cereal), A palatable version of the diet involves a special oil, MCT oil, ^ 
that irf used in cooking and mixed with the foods %o get the proper amounts 
of fats* The d^et must be /supervised by a physician. 

New experimental procedures include acupuncture and biofeedback* 
Acupuncture is an Oriental methqd of treating lllnesdes by inserting needles 
into various parts of the body* Biofeedback Involves training persons with 
epilepsy to control the rhythm of 1:heir brain waves in order to avoid seizures 

Because of the research already completed, treatments of epilepsy 
liave advanced farther in the last 25 years than (Jjirlng the preceeding 25 
centuries. By knowing more about the nature of epilepsy and how anti- 
epilept|lc drugs work, research may lead to even more effective treatments pf 
epilepsy, 

for mgre information on epl^lepsy contact the Epilepsy Foundation of 
American (EFA) , The EPA has pamphlets and lists of books to order. 
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AuUlstn ^ 

» ■ ■ ' ^' . 

Autism is a severXy incapacitating life-long developmental dis- 
ability • To differentiate It from some of the disintegratiive psychoses A 
*^hich begin about age thref, the World Health Orgfi^nizat ion, takes 30 months' 
as Its cut-off point for the onset of autism* It occurs. in approxlinately 
five out of every 10,000 births and is four times more common in boys than- 
girls. \t has been found throughout the world in families of all racial, 
ethnic, and social .backgrounds • One of the moat interesting historical 
documents describing a child with autistic behaviors is The Wi|Ld Boy of 
Aveyron by J*M*G* Itard first published in 17^9. The educational methods . 
Itard developed are still influencing the teaching of handicappt^ ^ildren ^ 

today. , (?i ; 

« 

Though the symptoms had been recognizld and recorded earlTer, it * 
was not until 1943 that Leo Kanner used the t6rm to describe a «et of 

, puzzli'ng^ bizarre and inappropriate behaviors observed in children with dis- . 

' turbed bet)avior. These features included an inability to develop relation- 
ships with people, a delay in speech acquisition, the noncommun^cat ive use 
of Speech after it develops, delayed echolalia, pronominal reversal, re-- 
petitive and stereotyped play activities, an obsessive insibtenc*e on the 
maintenance of sameness, a lack of Imagination, a good role memory, and a 
norma\l physical appearance. Autistic children seem at first tq be strikingly 
different from normal children and from children with more cimimon childhood 
disabilities. However, each of -the problems they show can be found in other 
handicapping conditions and can often be observed in iiormaf children at dif- . 
ferent developmental stages as wqII. Autism is more than a simple label; 
it describes a tendency towards a particular grouping of behaviors. Of course 
no one thild with autism will exhibit all of these disturbed behaviors and 
the degree to which any symptom is present will vary. 



Causes of Aut^ism 

(!)rifeinall^, Leo Kanner had thought that autistic children were really 
of normal intelligence and that their poor functioning was-due to their* 
failure to ^make sl^ial relationships. Subsequent TQ testing, however, has 
shown approximately 60 percent of children with autism have scores below ^0, 
20 pertent between 50 and 70, and only 20 percent greater than 70 ^(see chart 
on ''Levels Of Mental Retardation'' in that chapter). In short, autism and 
mental retardation frequently coexist. Most autistic children show wide , 
variations of performance on different tests and at different times. 

The choice of the term "autism" led to some unfortunate confusion 
Initially, be^fiuse* this term was also used to refer to the active withdrawal 
into fantasy clvafacf eristic of schizophrenia. Tlxat Is, autism ~ a develop - 
mental disabili\y characterized by a failure to develop social relationships - 
was confused vit^i certain types of^mental illness in which there is a with- 
drawal from relai\ion8hips; This confusion is illustrated in Bruno Bettelheim* 
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research monograph entitled Jhe Eropty Fortress; Infantile Autj^sm and the 
Birth of the Self * Unfortunately, Bettclheim's confusion between Tnental 
^ 'illness and developmental disabilities has l?een transmitted to many <iro- I 

\ fessionals and parents in Illinoi? and elsewhere through his work at the 
Orthogenic School at thc^ University Of Chicago, Bet telhelm theorized, from 

. a psychoanalytic point of view, that autistic childnen ''chose" to with-- . 
draw from relationships because 'of intftrpersQ^jal problejhs evidenced by theit 
parents, especially their mothers (sometimes caricaturized ai^ "refrigerator 
parents")* A large number of studies "blftmlrig" parents for childhood autism 
were published in a short period of tlme^ particularly before As - 

parents' you should be extremely skep^tical of such literature and ^f pro- 
fessionals who indljcate they have been Influenced by such views in, the 
questipns they askj It is. true. that ''autistic children tnay cause parents to 
act differently tHan they d<J with normal children •—**\parent8 of children 
with fifmtism use shorten sentences, more questions, mote coqmands, and more 
rewajrds ^nd punishments for example — but this wouid Be true for any adults 
interacting with children who have other- kinds of communicative disorders 

well* ^n short, adultsV interact ions with children, including parents' 
interactions with autistic children, may be affected by the verbal and be- 
havioral skills (or lack of skills) qf the children* Car'eful examination 
of all the research evldTence gives no support to the theory^ that certain 
family ctjaracter^stics are necessary causes of autism. 

During the late 1950's aftid early 1960's, Bernard Rimland and others 
oliallenged the confus^n betwwu autism and mental illness, clearly identi- 
/tying autism as a developmental disability* In ^is hook^ Infantile Autism , 
/ Rimland explains his tl\6ory. Autism cpuld be caused by injury ot infection, ^ 
/• or could be congenital. Research so far has not determined any one cause 
for autism, but perhaps the most promising leads are in the area^ of bio- 
chemical and neurophysiologlcal research. 

1 " . There is evidence to support the theory that the problem lies in 

' . the parts of the brain that deal wi^ih the organization of information coming 
in from all the senses (sight, ^ell'^ hearing, taste and touch), and in the 
•^perception and integration of sensory input.' A number of different dis-- 
abilities combined result in a severe communication problem. Each disability, 
by itdelf, will affect some, aspect of the child^s ability to communicate 
meaningfu]J.y with other' people, and will lead to some social and behavioral 
difficulties. The. behavioral problenls\ are, multiplied and affect every aspect 
of ^life. This is what happens in aiftism* 

At the time of publication of this handbook, one of the most 
, up-to-date reviews of current knowledge about causation is Michael Rutter 
and Eric Schopler^s Autism; A Reappraisal of Concepts and Treatment , based 
on pap^i^rs p^^esent^d at the 1976 International Sjnnposium on Autism. The 
N^ional Society for Autistic C^iildren publishes a continually updated com- 
prehensive list of > publicatlpns available through their bookstore including ^ 
proceedings from their annual meetings. 



Symptom s of Autism 

4 

In his earliest (19A3) description of autistic children, Kanncr 
provided lengthy clinical liistories on eleven children* He did not present 
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the symptonls in any logical framework and it was difficult to sort out 
the pattern well enough to match individual children with it* Also, 
children's behavior changes with age and with mental development (IQ) , 
making the problem of matching children to his description even more 
difficult. It is not surprising that later researchers preferred to use 
briefer s.unmaries and that they tried to distinguish between those be- 
haviors which were specifically characteristic of autism and those be-i 
haviors which could occur in some autistic chiltj^ren, but not in all.. I 
There are a group of children who exhibit some aspects of autism and a 
much smaller number who show all of the symptoms described by Kanner. 
Different researchers selected different samples of children of different 
ages, all of whom had some symptoms in common but some different symptoms 
too. This affected their opinions on the relative importance of different 
behaviors/ It is necessary to evaluate the literature about "autism" very 
carefully to determine. what ^types of children aire being studied* The label 
has been applied differently although there is a current movonent towards 
agreement* 

Early childhood autism is de^inj^d'^in terms of an abnormal behavior 
pattern. There are no objective tests upon which to base a diagnosis. 
\The best procedure at the present seems to be to define autism iri terms of 
four essential criteria in relation to the child^s behavior before age five. 
The four criteria are: 

(1) an onset before the age of 30 months; » - 

(2) impaired social develo|)ment which is out of keeping with the child's 
intellectual level and which has a number tof special characteristics 
a lack of attachment and a#el£tlHtve failure of bonding (for example, 
physically stiffening and ^rej ecting cuddling, or not following, 
greeting, or going to their parents), a fkilure to use eye-to-eye* 
gaze in a normal fashion (for example, noti looking at people's faces 
to gain their attention, to be picked up,lwhen being aggressive 
towards them, or when being spoken to); 

(3) delayed and deviant language development which also is out of 
keeping with the child's intellectual level and has certain de- 
fined features — ^ 

in prelanguage skills failure to show much social Imitation 
^ such as waving "bye-bye", delay in the meaningful use of objects 

such as spinning the wheels of a car ritualistically rath<^r than 
rolling the car in the intended wfty, and lack of Imitative or 
make-believe play such as entering Into imaginative and ever- « 
changing pretend play. 

• in language sl^l^s - — Impaired or abnormal patterns of babble 
towards the 6nd of the second year, impaired understanding of 
the spoken language such as only following simple instructions 
in a familiar setting or with the aid ojf a gesture; 

(4) "insistence on sameness" as dhown by stereotyped play patten 
tibnormal prebccApatlons, or resistance to cliange — fpr example,*, 
they may — >, ' I 



* pei(8evftre In rhythmic body movements Including^ swaying > rooking , 
twirling, head. banging, jabbing with their fingers. Into their . 
heads*, fluttering their hands, writhing and squlr^alng; 

<^ , ■ " • 

* develop a strong attachment to one thing (a pl^e of string, a 
dish rag, or some other object) which they manipulate rlt;ual-- 
Istlcally for months or even years; 

* adjust' with griiat difficulty to changes In their dally routine 
(for example, they become extremely upset wheri a certain object 
Is out of Its regular place, or when they do not go to school on 
a regular school day due to a bad snowstorm); 

More* than half of autistic children, especially those who are als6 
mentally retarded, never gain useful speech. Among those who do leatn to 
speak there are a variety of characteristic abnormalities such as echoing 
what someone has just said (echolalla), an I-You pronominal reversal (saying 
•*You want a cookie" meaning "I want a cookie"), theVelayed repetition of 
stereotyped phrases, and a tendency not to use speeclXln thef'usual way fOI: 
social communication (for example, responding with son^thlng that does not^ 
seem related to what they have heard) . 

These behaviors are occasionally exhibited by liost chlKlren during 
their first three years. What Is different Is that thelautlstl|^ child will 
exhibit more of these symptoms, more often, and In a renetltlousS^and monotonous 
fashion. For a more detailed description of the 'behaviors of autistic child- 
ren, read Lorna Wing's guide for parents and professionals. Autistic Chlldretu 
and Rutter and Schopler's Autism. 



Detectio n of Autism ^ ^ • - • 

^ — ^ ^ 

Determining whether a child has autism is not' an eapy process. 
Generally parents are aware that- there Is somethir^ different about their 
child, but have little success la finding anyot^e Wltbp sufficient expertise 
j:o make a differential d|Lagnosis. Of all the disabilities, this is one^whlch 
takes the most tremendous toll on pa):ci|ts, both because they are living with 
an extremely aberrant child and because there is so little i|upport or under- 
standing of them as they try to cope with a catastrophic illness. The 
autistic child looks normal and la frequently unusually attractive. This 
compounds the problem as the general public ascribes the Inappropf Irfte and 
difficult behavior to poor parenting. Professional persons across di^ci-^ 
pl|.nes rarely recognize the need for a complete diagnostic ev4luation, nor, 
if 'they recognize the need, do they know where to refer the family for help, 

' Due to the small number of autistic cases (about three to five per 
ten thousand children), testing for autism is usually done in a specialized 
cllrtic at a large hospital diagnostic Qcnfcer." The doctor will ask the parr- 
enta, for a complete history of the child's behavior inra^ much detail as 
possible, from birth up to^the time of the exam. The decision about whether 
^ a chiud has autism or not depends upon the presence or absence of sj>ecial 
patterns of behavior, like those discussed earlier. Different checklists, 
composed of questions about the child's Abilities and disabilities, heve been 
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devised to help doctors decide if a child has autism* Since there is no 
known cause nor any proven cure, several different overlapping checklists * 
have been invented by different prof esalonals espousing different theories 
of the causes of autism* 

, Diagnosis does not take place by simply checking off a certain num-- 
tter of behaviors on a checklist 'Since the behaviors exhibited by autistic 
children can also be associated with other childhood diseases fi^jpid handicaps, 
medical tests and evaluations are performed to determine if there are any 
known medical causes for the child's behavior* Due to the mystery of the 
causes of autism and the many different theories of its cause, parents of 
a child who seems to be exhibiting autistic-like behaviors could get a dif-' 
ferent diagnosis from every clinic where theyfhave their child tested* 

Children are more frequently mis-<liagnosed than correctly diagnosed 
Because of the difficulties of assessment, a reliable evaluation requires 
an extended period of time and should include, at a jninlmum, medical, psycho- 
social, audiotory, speech, psychological, and neurological evaluations* 
During 1978^79 the Illinois Society for Autistic Children was funded through 
the Illinois Office of Education and the Governor's Planning Council on 
Development^al Disabilities to develop a comprehensive model system for the 
delivery of services specific to the autistic population* Hopefully that 
study will result in a substantial increase in the levels of professional 
expertise and development of diagnostic resources throughout the state* 
Right now, a parent has to have tremendous energy and perseverance to secure 
an accurate diagnosis and •to pursue appropriate programmirtg * 
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Treatment of Autism 



Most successful programs involve the parents and the whole family 
in, the education and' treatment of the autistic child. The programs usually 
consis^; of an educational program provided either in a school or at a special 
clinic of a hospital and a home program where the parents at home or in the 
clinic are trained in how to manag'e their child's behavior, Edward Ritvo's 
Aut ism , and MarttTl A.^ Kozloff 's Reaching the Autistic Child describe some 
Worthwhile programs in which pa^rents play a significant role* As discussed 
in the same„ section in the Chapter on Mental Retardation^ extravagant claims 
for success should be regarded with suspect. As a parent you should be aware 
that these claims are usually based on highly selected small groups under 
exper im.ental conditions* The claims may not be realized for your particular 
child* ; 

A diagnosis of iutism will be accompanied by written evaluations, 
usually including referi^als to an educational program in the family's sqhool 
district* Since there are Very few' programs explicitly designed for autistic 
children, referrals are made to many different special education programs 
depending on the child's abilities- and disabilities and the programs offered 
by the school district* In the absence of special programs , autistic child-- 
ren are sometimes placed in classes for the behaviorally disturbed, classes 
for the mentally retarded, or classes for the learning disabled* You should 
inspect the program that y^ur child^ may be placed in to see if the therapy 
and education being given by the program is cqrisistent with what you and the 
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dlagnosllg prof esslonalfi think would be most helpful to your child. The 
programs should Include lots of repetition and the teachers and therapists * 
should use a Ib^ of emotional expression* 

The outlook for the develppment of children with autism Is hopeful i 
but guarded.*^ Atttlstlc children require professional care for many years and, 

for most, throughbtit their lives. ^ ' % ^ 

*'••• • . 

Currently treatment ts^ B^yxap torn reduction with behavior modification 
a significant tool. In general^ medlcatiott^is not too useful ,a tool, nor 
Is psychotherapy. Psychotherapy can be useful to the child who Is. high 
functioning and needs to work out other emotional problems (see Chapter on 
Family Coutisellng) . Certainly the pairtnershlp of parents and school stoiff 
Is vital. For many children, maturation diminishes some of the problem be- 
haviors. Occupational therapy, recreational therapy, communications therapy, 
music therapy, and adaptive physical education as well as a specialized 
academic curriculum are components of a necessary school -age curriculum. 
Special recreation and respite care can benefit the entire family (see 
Section on Family Support). The earlier vocational training Is begun, the 
better, and certainly pre-vocatlonal and vocational training are essential 
In the adolescent and young adult yearal^ 

. Recommended for Further Reading 

Bettelb^lm, Bruno. Thev Empty Fortress; Infantile Autism and the Birth of 
1967 the Self ^ New York: The Free Press. 

While this book Is widely available In Illinois bookstores, 
parents should be aware that Bettelhelm confused mental 
Illness and autism and therefdre describes children's 
behaviors, family characteristics, and therapeutic treat- 
ments which today would generally not be considered ac-- 
curate. The work. Is Interesting as an historical document 
about how much our under 8tati4lng has progressed since It 
was written, and It could provide some useful Insl^htef, 
but It Is not particularly recommended. 

Copeland, James. For the Love of Ann. New York: Ballantlne. *^ 

1973 Based on a fathered diary, this Is an account of an autistic 

girl, the problems she faces as well as those her parents 
must confront. The book presents the difficulties of Autism 
In a hopeful light, and shows hdw one ch^ld overcomes ner 
handicap. 

/ 

Gold, Phyllis. Please Don't Say Hello , New York: • Human Scl/fences Press^ • 
1976 Written by the mother of an autistic child to explain Crifr 

behaviors chkracterlstlc of autism to other young children. 
It explores tthe experiences of a family wl\p move Into a 
new neighborhood with their autistic son afid the reactions 
of pla)nnates i^nd neighbors. Good photograt)h8 Illustrate 
text . 
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Greahfeld/ Josh. A Child Called Noah; A Family; Journey ; New York: 
1970 Warner. 

Written by a father, In the form of a dally diary, 
about the fifth year of life of h\8 autistic son* * 
Illustrates the difficulties of obtaining a reliable 
evaluation and appropriate placement. . , 

Itard, Jean-Marc-<Jaspard, The Wild Boy of Aveyron > Englewood Cliffs, 
1962 New Jersey: t>rentlce--Hall* 

' Translated from the account of this French physician's ' 
work with a so-called ''wild boy" captured in a woods by 
three sportsmen in, 1799. Contrary to the thinking of 
that time, Itftrd felt the child waslnot "an lrtcurfiib],e 
idiot" but lacked social skills because he had not had 
the opportunity to Interact with other hi^raAn beings. 
The educational philosophies which guided his treatment 
were the beginnings of special' education* as we know 4t 
^ today. J 

Kozloff, MajU^n^A. Reaching tha Autistic Child: A Parent Training Program ^ 
1973' Champaign, Illinois: Research Press. 

A parent --training manual^detalllng procedure® for producing 
social and behavioral changers in autistic children and 
their families. The parents ^re the teachers. They learn 
how to teach their children to^speak, play, and perforrf 
chores cooperatively. 

Oppenhelm, Rosalind. C. Effective Teaching Methods for Autistic Children . 
1974 Springfield, Illinois: Charles C. Thomas. 

Various teaching methods and techniques that the author, 
who directs the Rlmland School for Autlsttt Chlldreji in 
Evanston, Illinois, developed during her first thirteen* 
years of* teaching and working with autistic children. . 

Park, Clara Claiborne. The Selge; The thirst Eight Years of an Autistic Chlld» 
1967 Boston, Massachusetts: ^Llttle, Brovm. 

A mother's account of her autistic child and the family's 
way of coping and caring for the child. 

^ I 

Pieper, Elizabeth. Sticks and Stones: The Sfcory of Loving a Child . 
1978 Syracuse, New York: Human Policy Press. 

A mother's story about persistence in the face of prejudice 
and discrimination drom family*, friends, ancR^rof esslonals. 
Describes how 6he iJarned to advocate for he^chlld, for 
all the developmenttally disabled, and for all people. 



Rlmland, Bernard. Infantile Autism: The Syndrome and Its Implications for 
A Neural Theory Behavior . Englewood Cliffs, New Jersey: 
Prentice-Hall. 

Presents an overview of knowledge about autism and con-- 
slders several Implications for autism caused by^ physical 
. ^ abnormalities in the brain. 
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Rltvo, Edward (editor)* Autism: Diagnosis > Current Research and 
1976 ^ Management > New York: Spectnim. 

Offers an overview of the medical aspects of autism and 
describes how the diagnosis Is established* A section 
describes urilque ptbgrams at two Institutes* The role 
, * of parents "as paraprof esslonals is discussed, 

Rutter, Michael and Eric Schopler .(Eds*). Autlsmt A Reappraisal of Concepts 
1978 ^nd Treatment * New York: Plenum*^ 

^ Quite technical* Provides an inttroduction to the defi- 

nition and diagnosis of aut^^sm* Contributing researchers** 
examine thb^ social and familial characteristics j)f 'autistic 
chil35r'en; psychological , genetic, and biological*, research 
findings; psychotherapy; biological and behavioral approaches 
to treatment; the education of autistic children; and long-- 
term follow-up studies* 

Wing, Lorna* Autlstj.c Children: A Guide. for Parental^ and -Pr^essioaals . ^ 
1973 . Secaucuii, ^w Jersey: Citadel* , 

Shows how an autistic child views his fantasy world and 
explains his difficulties in perceiving and understanding 
events around him* Reviews the behavioral and emotional 
problems which must be expected and how these may be handled* 
Dlsctipsses particular stresses on family , services that can 
help.^ ^the role of parents^ organizations, and the Qutlook 
for the future* 

For more information and booklists on autism contact the National Society 
for Autistic Children, under that listing in the back of this manuals 
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A Noncategorlcal Definlti6n of Developmental Disabilities U«' 



For as long aa people have noticed differences, talked abd 
them and written about them, labels for categorizing others have existe^/ 
When the labels obtain services — "mental retardation," "cerfebraJ-.^-palsy 
"epilepsy," "autism" — , svjch- categorical definitions *4iave the power to help 
you and your child. You want the protection and services tbat the labels 
provide. But tnere ar« generally stereotypes which are associated with tVe 
labels "--r "moron," "dummy," "crazy." The^e stereotypes have the power to 
hurt you and your chi;|.d. You would like the hope for^ better future Im- ^ 
plied by getting rid of the labels and stereotypes^^ However, even if elim-- 
Inated, the differences remain* There need to be some criteria for obtain^ 
Ing speQial services. This is precisely the dilemma that is facing parents 
and professionals today* 

-r - ■ 

In 1977 a National Task Force presented recommendations on 
the definition of developme^jtal disabilities to the federal government • 
The^ propai^ed a noncategorlcal definition (that is, rlc) labels) as follows*: 

* t • 
^ for purposes of the Developmental. Disabilities Act, a developmei^al 
disability is a severe, chro\iic disability of a person which^: 

,1) is attr}.butatble to a mental or physical impairment or 
combinati|)n af mental and physical impairments*^ 

,^ ^ , P is manifest before a^ 22; , ^ 

3) is likely to continue indefinitely; 

t 

4) results in substantial functional limitations In three ^ " 
or more of the following areas of major life activity: 

♦ 

a) self -cafe, 

b) receptive and expressive language, 
. c) learning, 

d) mobility, 

e) self-direcjiipn, \ 

f) capacity for independent^living,, of 

g) economic self-sufficiency; and 

5) reflects the need for* a combination and sequence of special, 
interdisciplinary, or generic care, treatment or other services 
which are 

a) of lifelong or' extended duration and • 

b) individually ^1 anned and coordinated. 
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. A» disability la^defined oa "a fonu of Inability or flmltfatlon 
In j>er^rmlng- roiea a^ taaka '•^ected QiC An Individual withltr a aoclAl 
envlronnent," Further, tha definition refejra to "Impalrm^nta'' rather than 
apeolflq categories of conditions. Under thljl definition a person who Is 
• mentally retarded'^ aullstlc^r Who has epllepay, ox cerebral, palsy, would 

no lon^r AuComatlcally be includcrd under legliaatlon and programs 4a^i|he 
developmentai^ly disabled. An Individual would have to meet all of '^^^^ 
^ criteria specmled In the definition as well to become eligible for 
' ' Determlntag whether an lndlvi,dual Is "sjubstantlally- functionally llmltec 
• ; • three or more of the task areas Identified vpuld have to be eslabllshed by, 
, testing ,a^ald8T*1»atlonal norms or averages' (as' Is currently the case for 
IQ tests) ^'or^bVipformed observation. , v, 

"^"^ ■ ^ » , ^ . . 

The purpose of 'the noncategorlcal definition was to Include 
all the" categories currently deflnli^ as developmental (Usabilities — mental. 
t^.* - retardation, cerebral palsy, epilepsy, autism — and to add- other Indlvlduaip 

vWlth slmllvit characteristics, for ifexanple, chlldhpod psychoid (a metelal 111- 
pfess) and quad^lpiegla ta physical Inpalrlnent) . * But the Inftnt of thJ non- 
categorical definition was to Include' onl^ the most severely handicapped In 
any category. Whether more bryless Individuals would actually receive ser- 
vices is therefore quite ambiguous. ' . - V 



^ Out' of the 47-iiieinber National Tadk^prce, a significant number — 
iiiBinbers (upprdxlmatiely 25 perceht) Including the representative from 
Illinois — were sufficiently concerned about the ^blgulty of the nisncate- * 
gorlcal^ definition thaJf-they pade a formal protest In the form of a Minority 
Report, Instead of tli^ vague word "Impairment" they«^ecoimiiendedl categorical 
dlsabllltres also be named, they preferred that ,tlfei wording combine features 
of both (;ategorlcia4# and noncategorlcal definitions^ The definition l^ecommended 
^by the Minority Bepbrt would read: ' • 

For purposes of the Developmental Disabilities Act, a developmental 
disability is a fl^&vere, cl^onic di^abil^ty of a person which: 

1) is ^ttributa|>le to mental retardation;" oerfebral palsy,, epilepsy , 
, or autism; or is attributable to *iy qth^r condition of a person 
similar to mental retardatldn, cerebraJL palsy, epilepsy^ or 
^ % autism because such cbnditlon re^8ul4:s in similar Impalnnent of 

. ^ geperal intellectual functioning or adaptive behavior and requires 
tt:^abiiant and 'Services similar*^ to thosS required for suqh 
perscmb; „ ^ \ . " ^ 

■ "^^^ 2 5) sAme \n National Task Force definition, - 

V The 12' persons signing the Minority Repo^rt do hot bellevje , 
ptograms and feervices^for the dev^fLtJptaentdlly disabled can be successfully 
Administered without identifiable Vategcnries of disability, Kndless inter- ' ^ 
•^ftretatlon of who is or is not deveXoftrntn tally disabled Increases the potential ^ 
for more testing); iwore paperwork and bureaucratic red tape, lescalatlng ^Costs, 
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and exclusion of Ipdlvlduala In ne«d o!^ aerylcea. It la not clear what 
will happen In Illlnola. No matter what definition la uaed, you and other 
pairents will have to he very alert. Children ahould not he denied needed 
aervlcea due to the adnlnlatratlve requirements of legal and profeaalonal 
definitions. • * ♦ 




VhLXo^ophy and History 

The current attitudes about developm^tal ^dlaabliLltlea are' 
reflected In a variety of areast ThA growth of Interest In mains treating/, ^ 
1^ nbrmallzatlon. the decline of Institutionalization, the aiftount and types 
of federal ^and state fpndlngi the* growth of vdlun^tary associations, the rise 
of civil rights advocacy, and the type and availability o^peclal facilities* 
and progrania^ are all concrete examples of current phllof|ophies about the 
nature of developmental disabilities. ' Efforts taken ii\ any of th^e areas ^ ^ 
affepts the whole situatioaV For example, a voluntary parents* group may 
lobby for tfie passage of a law to provide teseArch grants to universities «. 
lliese gravies, in turn, -may st;^.mulate further services^ publicity and involve- 
ment on a >aric(ty of levels. i - v. 

Attitudes about developmental disabilities have not always - 
been so positive. Mote than^ thirty years ago, philosophies wer^ -much differ- 
ent. Earlier beliefs tha^' developmental disabilities were hereditary, unchange 
able, and socially ^rmfu^ a demand for institutions where handicapped 

persons would be l^pfe ap*ift from the *Wrmal" • population • ^ BkB original func- 
tions of insti;tutldna:^v^|eaCtjfiing.^ training were all but fo^otten. During \, 
the first half of thr^t^titie'tK century, resident populations grew larger' and 
larger, staff-pati^ent i'atioa worsened, and residents were forced to* work to 
help support institutional costs, • ^ 

'Ijttll As early as 1925, basic premises *^about the nature of devtelopiaan-^ 
tal disabilities began to change^. Ho\)tever, it was not until^the late 19A0'^s 
and eariy 1950 's, in an era of prosperity and social reform, that interest in 
the concerns of the de>*lopmen tally disabled became widespread nationally ^nd 
has grown^ since. tf* • ^ 

Palrents* organisations started across the -country in the 1940's 
^as parents found that organizfmg into groups fqstered better understanding of 
the problems of the developmentally disabled and created opportunities' for 
Xheir children. The trem^dpus growth of these parents* organizations has 
ha^ a >ignifl4ptnt fnfluende on the growth ot servicps to the developmentally 
disabled. For example. The National Association of Parents an^/Vriends of 
Mentally Retarded Children was foujided in 1950\wlth 44 delegates representvlrig 
23 organization^ in 13 states. , The name of the Association vas shortened iW ' 
1951 to 'the National Association for Retarded Children and chaftged In 1973 to , 
the National) Association for Regarded Citizens.* By 1975 the membership of. the 
organizatioi^ estceeded 216,000 in over .1700 state and local units around the 
country/ Othai; organisations for the devalopmentally disabled have shown 
siiallar growth patterns, » ^ 



i . " ■ 

Due to the un^tlrljng efforts of parents to secure basic Y-tglts 
foy the developnentally disabled, noWrizatlon or malnstraamlng (the tiwyemeht 
ti>. provide education and training In the. least restrictive, most stimulating 
environment possible) has ,bec^|itte a national goal. Irt the 1970''8 arid 1980*8 
connunlty-baspd services are dfc.lred. Towards this end, Incraased emphasis 

a . • •■ \ . 
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has been placed on ccaninunlty outreactjj^, individualized education and treatment, 
and a contlnunjU' of care from birth thtough adulthood* 

Federal Xfavolvement • * * 

The Legislative, executive and Judicial branches^ of the federal' 
govj^rnment |aaVe a history pf activities that slgijlf Icantly affect the lives 
and welfare of the detvelopme^^lly disabled. 



Legislative ' . ^ 



Major federal legislation concerning the developmentally dls-- 
vabled began with the creation of the Office of Education In 1868* (During the 
iy20's, 30*s and' 40' s' Influential legislation was passed dealing w|.th vocational 
training, social security, and public health* Amendments to these ^laws in the 
.l95U*s specifically targeted the developmentally disabled as servlc^ recipients. 
The funding for these proji^ms ds provided in part by the federal government. 
The state and local agencies supply. the seryice Und finance the reraalnljig cost. 



Education. Itie b^sic aim of federal involvement In education has beei^^to 
support and stimulate the development of local programming and to enhan\:e the 
capacities of local Institutions. In 1958, a bill passed , allocating fUnds 
for training educdtorsoof mentally retarded children, was the first piece of 
federal legislation td specif Ically address a handicapped group. ^ Later bills 
expanded upon this one in terms of the agencies receiving funds, the aim of 
the funds, and the groyps to be benefited. 

. 

In 19b7 a Bureau of Educatfon for the» Handicapped was created 
within the Qffice-of Education. . • ' * * 

i 

• I 

^ In 19/5, with the passage of the Kducatlpn for All Handicapped 

Chlidrdri^Act (Public Law 94-142), It was estimated that 1/2 of the nation's 
eight millitvii''^handlcapped children were not regeiVlng an appropriate education^ 
and that aboi^t one million of those students were excluded from the public 
school system pntirelv. The law provides that all handicapped children be-- 
tween three and 2l have available to them a free appropriate public education. 

Vocational. ' Vocational training for* the handicapped bqgan with the Industrial 
Rehabilitation Act of 1920 which was 'establtshed as a means of retraining 
disabled veterans of World War I. In 194 J amendments provided federal funds, 
for the vocational habilltatlon of the deveopmentally disabled. Their 
share of the appropriated funds was not large, howiever, until' I9b5 amendments 
provided for the construction and staffing of habilltatlon workshops. 

I In 1963, a Vocational Adt was passed targeted specifically for 

the developmentally disabled. The' Vocational Education fict attempted to* 
charge States with the responsibility for providing vocational training for 
the handicapped. Ai the bill seemed to hav^ little effect, 1968 amend- 
ments required States to allocate ten percent of rheir b^islc grants' for 
vocation^ educatloii to handicapped persons. Further amcndmqjiits passed 



in 1976 provide for Che full cost of special programs and of fet| grants for 
construction of facilities, placement^ services, an0 the construction and * 
operation of residential vocational schools. ' - ' 

Social Security. The Social Security Act of 1935: Vas establlshpd as a patt^ 
of President Franklin Roosevelt ^s "New Deal". A 1957 amendment extended , 
coverage to the developmentally dlaabled. A majdr restructuring of the \ 
social security processes In 197A r«HiitedJLn_ .an Expansion of service^. 
"Fox example, Title II af fhe SQpyl Security Act/provldes- disability Insur- 
ance for efaployed persons iind their families. /If a devejopmentaily dis-r V 
abled child's parents retire or die, hie or 3he Is eligible for i^fiymeilts', 
vocational habllltatlon services, and Medicare. . * 

Title XVI of the Social Security Act ati^ihorized the Social * * , 
Security Administ^ration to provide minimum income benefits -to the aged, blin^t , 
and disabled under -a new Supplemental Security Ihcome Program (SSIP/. The 
program can be very important to .the low income disabled, as beneficiaries 
receive other services such as. Medicaid health care payments, social services 
and food stamps « ' * . 

Pybllc Health. . Originally enacted In lyAA, activities undet Public Healtlv 
Servicq include support to statea and communities, to encourage the 4€?velop- / 
ment, construction and delivery of health se*rvices and facilities. ^The re-^ 
search activities of the Public Health Service are administered by the 
National Institutes, of Health. • Branches relevant to ^he developmental dis- 
abilities incLj^de: the Natl^onal Institute of Mental Health, establit|^ed<''ln 
1946; the National Institute on Neurological Diseases and Blindness ecjtab- 
llshed in 1950 (later changed to the National Institute on Neurological 
and Communicative Disorders^ and Stroke): and the National Institute of Child 
,Health'^ind Human 4)eYelopraent (NICHD) established in l96iJ. 

In 19bl, the President ' s* Papel on Mental ^Ketardatlon, search- 
ing for, an alternative to institutionalization, r^pommended comprehenj^ive 
health services provided in community centers as a new approach. Their recom-^ 
mend^tions called fof comprehensive of>ordinated "state program planning.- 

• >■ 

The Developmental Disabilities Services and Facilities Con- 
struction Act of 19 A) was generated by an ad hoc ncoalit ion representing 
the National Association 'for Retarded^ Citizens, the American Association 
for Mental Deficiency, the National Association of Coocdinfttbrs of State 
Prograins for the Mentally Retarded, the Council for Exceptlonai* Children;! ,^ th^ 
National Association of .State Mental Heajth Program Directors, dnd United* 
Cerebral Palsy. ,The group promoted usage of*the %erm "developmentally disabled' 
in now legislation so t^iat categorical legislation might be avoided arid so the 
le^slatlon/would be noticeably distinct from efforts concerning mentM health. 
The main Ir^tent af this act was "to assist the States to develop and implement 
a comprehensive and continuing.. State plan to meet the present and future needs 
6f persons with developmental disabilities." The 1970 Act encouraged the' pro-^ 
vision of a cange of ScrylceB to meet the^ llfet?lmc needs of the disabled. 



^¥ The Devel.opmentally Disabled Assistance 'and BllL pf Rij|(ht0 Aqt 
of 1975 •sought to Iron out prpblems faced by the previous legislation^ Title. II 
of the 1975 Act has a strong advocacy emphasis. It enumerates a nu]i(ber of 
Issues with regard to the fights of a developmen tally disabled perifon. llhes^ 
include the* Individual right to treatment ^ esta^bllahment of minimum standards 
for 'tasldentlal facilities, and the requirement that plans be drawil IndlvldaalJ^^ 
and updated. annually for everj. client served through federally funded pro'^raiib. 

Executive . ^ 

The executive branch of government has engaged In 4 aeries of 
White House Confegrences addressing topics relevant to the developmentally dis- 
abled since the^ first> 1909 White Vo\ise Conference on the" Ca,re of Dependent Chil- 
dren. This conference set the precedent for the l^lilre House to serve 'as a fortim 
foj: discussion x>f natloi[ial concerns and also led t^ the cireatlon of the Chll- 
. dren's Bureau. - Conferences on children and youth have been convened at Inter- 
vals of approximately ten yearsf ever since. Presidential Committees and Panels 
.^concemlrifg haindlcapped Interests have also been commissioned. . Some of these 
khave been established as permanent bodies. The conferences are Instrumental 
In guiding national policy and legislation In the area of child welfare « 

In 19A7, The President's Committee on ^Employment of the Handi- 
capped was convened. In 1949, the Conmilttee Watf glv^n permanent statqs. Estab- 
lished originally to- help disabled war veterans-, the Committee has since assumed 
responsibility to advise the. President on. matters concerning aspects of employ- 
ment for all disabled persons. « 

In 1961, Pre«ldent^#ennedy convened a panel of experts to^^dress 
the subject of mental retardation. The panel published a report, "A Proprosed 
Program for National Action to Combi^t Mental Retardation", which constituted 
a major milestone In Improving services to the develojnnentally disabled. 

President Kennedy called a White House Conference on Hental 
Retardation Ih Sej^tember 1963 to present State representatives with the emerg- 
ing Pederal prograiw*. In March 1966, by Executive Order President Johnson 
crec^ted a President's Committee on Mental Ret^rdatlgn ^ ,a continuing body to 
serve as^a rink between the. White Dotise and administrative departments on one 
level and also .between the Federal government and local iagencles on another. 

Judicial 

The development ally disabled Jhfave beer) denied tlife rights en-, 
Joyed by other citizens through both laws and custom. Arotind the turn of 
the century laws were enacted which sought cyrtall the freedom of the 
mentally retarded — forbidding marriage, restricting place of residence ^ 
and peralttlng^ Involuntary sterilization. Addltlon^iy^ the lack of special 
resources such as special education teacher* or transportation, effectively 
precluded the developmentally disabled f rort obtaining an education and employ- 
ment. Only recently have fundamental le^ues been ralaied concerning the legal 
and constitutional rights of developMntally disabled peraons^ Su^tti brought 
to court to test the legality of specific Issues have served to estgblish broad 
•principles of equal rights.. 
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One result of the Civil Rights Movewenjt of the 1950 's and 60*8 
has been an increasing , concern about unconstitutional discriCttlnation. Hand- 
icapped indlviduali^ also brought about law suits « Some of the more influen- 
tial cdurt cases , have been: 

1954 - Brown Vs* Board of Education, In this famous case, the court decided 
that "separate but equal" educational pifo^rams were illegal and so required'' 
the desegregation of public schools, * ^ ' . 

1972 ~ Pennsylvania Association for Retarded Children vs* Qpntaionwealth of 
Pennsylvania; The court decided in this case 'that public schools must pro- 
vide every mentality retarded child with a free and accessible program of educa- 
tion and training. The decision . led to the passage of legislation in X97A (PL 
93-380) requiring all States to develop plans for "providing public education 
to every i^andicapped child regardless of degree of defect. 

1972 Wyatt vs. Stickney. The^ court stated a person has the right to Indi- 
vidualized treatment in the least restrictive^manner possible* 

1973 - Souder vs. Brennan. This case establ;Lshed the right to be, free fTOn 
involuntary servitude In state institutions, 

1973 - Urbat) League vs • Iwashington "Metropolitan Area Transit Authority, In 
this case^ the coutt ruled that -special access to buildings and transportation 
systems must be provided for handicapped users. 

1974 - Wyatt vs, Aderholt* This ' decision reverses' the Supreme Court decisio)! 
dt 1927 by declaring compulsory sterilization illegal* 

. / 

St^te of Illinois ' . • \ ^ ? 

jf In a slide presentation prepared at. the Waukegan Developmental 

Center, Ralph Haynes said that Illinois has come "full circle" over the l^st 
century in its app^Joabh to and treatment of the developmentally disabled. This 
refers to. the return oft the developmentally disabled to care Vithln a^ community 
setting, after years of institutionalization, isolation and misunderstanding* ' 
The history of the care and treatment of the developmentally dlaabled.in # 
Illinois is representative of, and has been greatly influenced by, national 
trends in^^s area. The commonly Held attitudes and the policies of the 
last century In caring for retarded Individuals have been Influenced by 
parents' organizations, federal legislation. Judicial action, research, and. 
a large Vari*ety of other interested groups and sources. 

• In the early days of Illinois history, handicapped Individuals 
were cared for by their own famlHeB.' In 1865,» the Illinois itate legislature 
agreed to fund a jlchool for "idtots and feeble minded" d^ldren. This first 
school was established witH'fhe goals of training •ludents so that thay ral^ht, 
upon leading, bet tlft adapt to community life. At this tjme, 'in Illinois and 
In the nation, thm, Kjr^blems of Ithe handicapped had Just begun to receive pub- 
Mc attention. 'i;hie ji^ic;hool was viewed as experimental. - It accepted only those 
ntudents w!io.wer«"tlu)ught to be tralAablB and who would benefit from a learn- 
ing envlronttient. ' , r. 



184 



tWfjf^ school grew Tapl41y, vtth tbe^demand 

far exceeding tWii]^W flr)pp£a, (Thlft, jflttiation wa«^o ;,ch«r- ' 

acterlze IllJi|^ol|[%^^d'tiitA^ 100 ye^^"**) 1^ tdve tjLDje^ the 



school was grant edfv^p^^ahent fit^ltiiB by/ the!* Illinois legliB^li^tdra^i^ fi«npd th«^ 
Illinois Asylum fdr; t:^^ Children, arl^- moved j^pjjMlnco In 

Illinois, where facli^$i|iei^'^ The school continued to mthfpt/^otil^ 

students thoi|ght tn^e^cti^ii^ ^n^ ruri «uch IJkke a bbrfrdirtg school. 



In 1&80^ hov#^, the cha^-actigr of j|:he Illinois Asylum for 
Feebleminded Chj^ldren begiiiri' c)^ the sc^iool td * 

acce*pt cu8t)0dial cas^s^ ^is/wjft^ due to jiw attJ(^tudee towards mentally v / 
handicapped indivldaals/ concerning the fncurability of "fieeblenii^d^dnesB 
As professionals an4 the public embraced thlfs opinion> training effplfts in ? ^ ^ 
institutions were cftduced aij4 the practice pf warehoudfng began«*r.Bjr 1885., 
t;h€; twenty Instituiripns in the nation were all, rapidly 1)ecoming qust^dlal v- 
in nature,, / , ' ' ' • < ^ -* , ' ! « ^ i 

In 1910, the namtf^pf the AsVlura foi> l^^eblaplnded Children' was; 
changed to the Llhcoln. State*" School and C&lonyv In 19JL3r; tlja pppulatlfln . 
tjiere exceeded *500 and ^.n 1915 , admission decisionrf v^r^f taken out^ of .the . 
hi^nds of t^e riliperintendent of the institution anif given to the cotirt. ^If e ^ 
coqrt polidy^wae to admit any deyelopmentaliy/disabled> c^ti^rfn*? de^ 
extent of £heir handicap or age. Ttfb'se new ]j^oJlclfes^sep;ed' to sn^batlze * \« « 
cpmmltmerit and tP make it increasingly cllfflcMilt fpr persons to return to 
the community ^nce they were conqiitted. ^ ^ > . * , " . 

* * ^ - . ; ■ >• 

<The .populations at LlnCPlit and a newly built institution for . 
ejplleptics in iJixon, grew through, the 1920*8, 1930'it and 19A0's* They shared^ ^ 
in the problems largfe custodial instltutiopfir were experiencing across the 
country. Facilities Were qrowdfd,: i^jbfliff /patient fatios were low, ^^ainlng 
was minimal and Voti^dltlons.^er^ dehinnanlzing.^ * ' - n 

■ ■ . ' *♦ 

« ' . Conc'^titS a^out condi'tloiift In institu<?lqt«i, human rights . 

^altematTiVea to Inpatient care, public schopl special; education and.a^ '^ . 

/range '<o? community proglNlms^w^re aired. \^flir«nt8 ]hN^d organl^'d In Dlxqf / ' 
In 1951 ahd At Lincoln^ 'in 1^54»- V^f^^^ groups turned \:o the stat*- legls-^ . 

.ilatPrs to lobby fbr bettei? faci^^^iea and conditions. ' OAe raiiilt of-^ ' ^ , » 
:;;thelr ^fforta wa^ thte.l959 construction i>f the.minols^Statfc Pedig^o ' 
I^ilfttltnit:e ln\C3iicagto/ 585 b€yi facility ^Wa* designed tO serve severely 

tjetarded children six and under, The Hdl^tric Institute was the first ) 
facility built for the retarded In Illlhols .slnc^ the Lincoln facility in 1877 

Hllnoli9 rapk^4 ^2nd out. of 48 stytes^on fhaintenance^ expend^^ 
: "tures per res;Ldent In ,1961. j^xrogref^s was fotthcbminj^, however. Ip 196A, 
wl^thjejciatlng facilities overt^^ and. waiting IJsts lo»g,VtheVIirihol8 leglc 
lators undertook .a* rftpi4;0xpanslop progjram, resxiltlng Jti three 800 person 
capatiitV c«nteraj The W&rr6n.^# Murraj^ Oenjer, in 1964; the^WlXliam^^^. Fpx 
.Qente^: ,ih il9(^V "Jitid tlie A. U Bowef Center; in 196(5 .• ln^l:964, 'also',- t^e 
' American /association Pn Mental Itef^blency presented t^ie first standarde tox^ 
ra^^^enjtlAl Institutions for th^ Yetjijded, , Tffe* q^earjp^nce d€ standards, the 
;))Ji:eseiv^e-of new facilities, andf various fe^^iral actions^ cfiflised^ (i^h^erri^d 



groups to. iissesB the .cui;r6nt sltUjatlon «ind aet objectives fdr the future ^ In 
Illinois^ ,i!onimonly agreed upon goals 'included new residential facilities ft)r 
Northeastern Illinois as well us agreement that new facljLltlea should not be 
larger than 400 beds, that Dixon and ]^li\coln should be reduced In 'sljje, that 
communities should be encouraged^ to provide «ervlcep and that future facili- 
ties should be located In or near the disabled lndtVldt|al^s,,h6tae community, 

> , ■ ■ > * _ . • . 

In the 1970 's, aatlons were takein towards tl^iese ^nds« In July 
1970, an Innovative "central Infakf program" was Initiate*^ at the Illinois 
State Pediatric institute, to service the nine county area of Northeastern 
Illinois. The program was designed to evaluate and then 'direct clients on an .; 
individual basis to the proper combination of serv^^ces they te<|ulred» Clients. 

/are referred to servidis it( their communities or when neceswty, to state 
facilities for medical attention, care and financial aid. The emphasis of 
the •progi:;^Uu is on the prinwiry copminity responsibility fbt care of the dia-^ 

^abled, Th^ Institute discontinued Its long-**term Inpatient services # when this 
^pv'agram got underway, , - 

Another innovative project begt|n In 1972 was the con$truct;lbn 
df th^ Elizabeth Ludemkn Center in Parfe j?orest, ; This centet; was a radical* 
departure 'from a^Jonypntlonal institution* Students at the Ludeman Center 
;live in 50 ranch style homes, 8 students to a home. The '^Center emphasizes ' 
providing the students Vith a "normal" environment so that dlfe within ^he 
center closely parallels life in the community. The Ellzabet^i Ludeman Center 
was. one of .fhe firdt ofi Its kind in the nation. Two similar centers were V 
built-in Illinois; the*William A. Howe Center, which optioned In Tlnl^y Park • 
in l^'7f^; and the Waukegan Developmental Center, which opened In Waukegan in 
1975 • . ^ 

- ■ . , ■ ■ ■ ' \ 

* By the time Waukegiln and Howe, were well under construction the 

cc^ept of residential 'care had changed again. It was felt that even they . 
were too !l4urge»^ Thte atate began tp encourage the developaient of smaller 

^ facilities, closer to families ^ whiph maximized use of conmiunity based services 

\ * ' ^ \ ^ . * 

The feder«T Deyeloptfiian tally Disablpd' Assistance and Bill of 
RJgh<;3 Act of 1975 -raquirea. every state to set up a Governor's Council on 
Developmental I>|.sabllltl£s • ' The Illinois Council, an advisory and planning 
board, is;* composed of mmM^tj^from state' agencies which work with issues con-/ 
ce^rning the 'dlsabled.|Bi^ community representatives. The agencies most 

actively Involved aj (|fl^ fPepartment of Mental Health and Developmental Dls*^ 
^abilltl€t8* the UllhJWfef f ic& of Education^ and the Illinoig Board of Voca-^ 
'iional I^habilltat:lon. ^ . ^ , / ♦ ' 

^- ; Jn fillnd;(s. Institutions are no longer j(;:rowded« aqd the state 
*^can boast pf having tdbre^^ facilities acci;edi1?ed by the Jeint Coramlibslon on Ac-- 
itr^ditai^i<?ns ot Hospl^alli than any other state. • As of January, 197f, Illinois 
beid. the number one irank ip thil^q^uallty of services provided foriits develop-; 



;ment'a^lly fli^ahled .citizens « More persons are being serMjAi and new programs 
dew5.ttped;wlth community care and normallMftlon being stressed. With the 
'lug of the fecieral and Ktate governments, Ahe courts and humerous national 



orfsanlsatl^n^, thi?;J\futute, of car^ fpr the*developmentally disabled In Illinois 
ho^ a«emd'qul,te dependent Ofl commui|lty initiative and response In accepting 
^ineapdni^iblllt^^ 9nd pVoirldJLng 9upp(^t tor the handicapped In^thelr areas. 
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LAli^t^ County 



^The needs of trKe^developmentally. disabled were first recognised 
in take County by private citizens. Small private claaarooms for the ednca- 
tlon of the devrelopmentally disabled were started in the 1950's. jOne history 
of these early days has been documented by Virginia F. Matson In A School for . 
^ ££J^^ Thre book ext)l^ins the founding^ ^nd growth of . the .Grov^ School where 

. Virginia Makson continues td serve as president. The process for other pri- 
vate schools in Lake County , is undoub tedly'r similar > ;but their histories remain 
uhwritte'n. An fexperlenc^'d' teacher^of normal children Virginia Matson undertook 
the task of inetraot;tng the developm^n^aily disabled brother of one of her 

, pupils* Wiard of hef success spread quickly and another developmentally die- - 
abled child joined her special Satur^y cjrass. She resigned: her regular, posi- 
tlon and began teaching a sm^l groiip In her own home, with tuitions piid by 
the loojii districts. Cl«s^room materials and techniques were, invented and 
volunteers began tb .assist. In 1^60 Che program moved into an* abandoned , ^rural, 
brick school house^^- and waa equlppctd by private donat;|Lons. Help from churches 
and s(^hool boards" was inconsistent. Sometimes assistance was available; ottier 
timeSy nothing. ; In 1965 the 84:^hpol was moved to its present location where it 
now provides residential and jDjbc^tional services > in addition to special educa- 
tion. , y;:' "... 

* Another hlstdty i6 provi<led by Robert Terese and Coilnne Owen's 

account of the Lambs, a wpl^k and residential environment for develOpmenfally ' • 
dlsa1>led. adults. In their" booky A Flock of Layibs , they descrlbfe the start of. 
their business work/ trainiing center Iri, 1961. ^i,th a pet shop in downtovp 
Chicago. ;j;ftvl966^ the I^fftiba moved to ita present take C<?unty location, 
LibertyvllieV Aequl8ltf%i of jdhe farm site allowed the Lambs to diversify 
tl^elr bwflness and wark/.oppftrtunlJtiea. Th^ barti houses an. expanded pet 
shop> the maiti farm hous^e became a restaurant, ,a. machinery sJied becarte 
a-glft^hbp, anc^he .garage \/a6 converted, into isi bakery. Living facilities 
and other work (»]tiir^ .wer^ ad^ The Lan|bs"¥xinctl6ns acr a buslnesis employ- 
ing developmentally disabled adults, as a: residential^ program ibr some, and 
as an educational, pr^ram l^r^ the general pubtljt. The philosophy Of ' the / 
iambs;* has been imiplemfented In other ;^states for- indlviduai businesses, 9uch 
• a^ a. craft shop in a' shopping 'bfenter. ^ . v* - - 
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^thpt facilities in Lake Courfty al'so started small, and have 
expanded to mei|t growing demands ^ - ' 

i ' : ^ \ / ^ 

^ • What is now Kllngberg H^alden^ial School began in l^?5A"whe^|^ . 

Irene iCflng^botg taught' a class of dftvelftpmei^ljally disal^led children In a \; 
church* basetrtent. TJie humble beginnings^ of that d&y school w^re ^expanded ?lnto 
a re6.1dentlal school for over 100 children after. J;t moved to Its present farm 
site In 1962ri Kllngberg continues to-provide^a residential a^ttii^g with ap 
^educational emphas^^s. A shel^erpd workshop handles industrial contracts an^ 
p^ovi4es prevocational training^^ln sllkscreenlog and ceramics. 

^ tn 195A the Glertkirk'As«bciatlon for the ttetarded was started 

by a groupvlof |!ieople, mostly parents. '^At first the day care schqdl for the ' 
. trainable retarded of the Gletiview comiiunity IJh^Cook County .was operated in a 
church r A #cho61 building wj^s o^^ened Jn I960 for the da)H!ir(i|jram, and pro- 
perty .■wAjl purchased In 1971 for a residential program. Ylt took seven y^j^V^ 
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to meet the- guidelines for resldAtjLal facilities and obtain all the neces- 
sary clearances. In 1978, the Gjbnklrk Association opened the remodeled 
residential home In Lake Forest for children between the ages of six and 
twenty-one. All residents attend special education programs In public schools 
during the day. 

^ In 1953, Countryside Farm School began Its program with flVe 

mentally retarded students on a farm belonging to the mother of one of the y 
children, a trainable mentally handicapped boy. In 195A the school was Incor^ 
po rated as Countryside Center for the Retarded, In 1969 with the addition of 
a Workshop program, the name was changed again to Its present Countryside Center 
for the Handicapped.. Countryside Is a private, "not-for-profit corporation 
serving ovej 200 mentally retarded, physically or emotionally handicapped chil- 
dren and adults from northern Cook and Laike .counties . Their extensive program* 
mlng Includes an adult training program, two rehabilitation workshops, a 
follow-along program for developmen tally disabled adults In the community, and 
a family support unit. 

Mount Saint Joseph Is a residential facility for adult develop- 
mentally disabled women. It began In 1935 with 12 residents In an old farmhouse 
Located on 160 acres. It Includes a farm and residential cottages., Habllltatlon 
classes, therapy and recreation are offered. Jt has always been operated by 
the Daughters^ of St. Mary of Provldent;e. 

. ' *■ 

Begun in 1967 as Riverside Hanoi:, a nursing home for profit, 
the name was changed in 1976 to Riverside Foundation when it t>ecame « not- 
for-profit community organization. Located in Lincolnshire ,- Riverside is * 
an intermediate care facility for develppinentally disabled adults. In addi- 
tion to special programs at ..the facility some residents work at the Country- 
side Center in Harrington and at the Rpbert ^. Flood Work "Activity Cetiiter ' 
in ?ion. % ' ' 

The newest residential facility in Lake County is the Moraine 
Association's community living facility in Highland Park for developmentally 
disabled adults. . It was 8t#irted by a small group of parents who became ac- 
quainted in 1974 because the special recreation district had planned such 
vigorous social ppbgrams for young adults that the parents were all involved 
in car pools for the group. , The Moraine Association's facility reflects the 
trend to commuflity-based services. The six-apartment unit for ^twenty adults 
is Situated eta a residential street. Recreational and laundry, facilities 
were purposefully >not included to*encQurage residents to go out into 'the 
community for thesot activiti<Ka. 

From the early days of these private programs, the size of 
parent groups grew and contracted as needs changed. For example, the Lake 
County Society, for the Retarded began over 25 years ago when a man from Zion 
put an advertisement in the Waukegan paper to the effect that he had a re- 
tarded child, liad a problem, and that there would be a meeting. - The Society 
was born when 25-30 people came, donated start-up funds, hired a retired 
teacher, and opened a classroom in a church basement in Zion. During the 
first decade the Society grew until about a dozen classes were b«ing oper- 
ated around the Cpunty., As public School special education districts began 
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to take over the education of developmentally disabled children, the Society " 
concentrated on work activities for the adult population. Today the Robert 
A. Flood Work Activity Center In Zlon provides work and activities for over 
150 developmentally disabled adults. , W 

During the 1959-60 school year, those school districts lo- 
cated in the center and northeast area of Lake County studied the need for 
comprehensive special ^ucatioti services and how they could be provided. 
In January of 1960, a cooperative. Joint agreement was created and named 
the Special Education Distrfct of Lake County <SEDOL) . SEDOL 's enrollment ' 
fQ77 7«°"' the 1960-61 school year to 2,683 students in the 

1977-78 school year. For an additiortal 60 - 70 students who" are better 
served by existing private programs, SEDOL fun^ds their education through 
private programs. In 1975, Laremont • Sdhool in Gages Lake was built to serve 
300 moderately and multiply handlcappjad children. The history of SEDOL will 
now be A^itten in terms of pfigre^tig changes instead of movements among 
temporary facilities, / * ' - • , 

A aelJond special educatlpn schpgl district^ Ngrthern Sub- 
urban Special Education Diatrtcl; (NSSED),, aeryea cowaunitiea in dgutheast 
Lake County and northeaat Cogk^ County. The 23 achool district cooperative ' 
designed Stratford School to meet the special. needs of moderately and multi- 
ply handicapped children. The Stratford School was made possible by the 
efforts of a Task Force of parents and citizens appointed, by the partici- 
pating school boards. This group took responsibility for all the steps in- 
volved, up to and Iffcluding tha recommendation of a site and a^ architect. 
The curriculum at Stratford School focuses on functional tasks and their 
application to life experienees. A second entity, the Stratford Center, 
.provides diagnostic, supervisory, and administrative services to the member 
school district's. ^ 

* • 

The third special education school district, Wa'ukegan Public 
School District #60 is a unit school district. If is a community-based dis- 
trict and this attitude is reflected throughout all its programmln'g . Prior 
to the later 1960*8 moderately developmentally disabled children had been 
completely segregated on the playground and during lunch as well as in special 
education classes. With the implementation of the West Plan all that changed. 
Children were considered ' to be students first and then their exceptionality 
was considere(J second. All students are programmed individua3,ly and to the 
maximum of their abilities spend parf c^f each -day in regular classes. The 
Waukegan Early Entry (WEE) Program combines training parents lt\ w-home inter- 
^ ventlon program with ari early childhood learning center. The Wauk6gan Early 
Evaluation Program (WEEP) is a screening of developmental task* a<ftiinistered 
^ to kindergarten students to identify children who need special curriculum 
planning. The Bilingual Individualized Program Assessment in Spanljsh (BIPAS) 
provides an instructional resource'service for those developmentally ■ disabled 
•students for whom English is a second language. Lincoln School for« the severely 
and profoundly retarded offers day services for children living wlth,.t|heir 
families and children living at "the Waukegan Developmental Center. 

^ ' 1% Waukegan Developmental Center has A8 duplex homes on a " 
^ 36-acre campus close to downtown Waukegan. The center provides residential, 
therapeutic and educational services for close to 400 devoAopmbntally disabled 

ERIC ' • \ *IS9 ' . 
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children' and adults Opened In 1975 the home at Waukegan Developmental Center 
Is a place Where residents learn many of the skills necessary for a more Inde- 
pendent life. Intensive training begins with such self-care skills as toilet- 
ing, dressing, eating and personal hygiene • Younger residents who have mas- 
tered these basic skills attend dail7 special education cldsses in community 
programs; older residents atfend workshops located on campus and in the com- 
munity. The Center-community partnership is reflected in all areas of pro- 
gratmning* a ♦ . 

The Lake McHcnry Regional Program (LMRP) was designed to supplement 
regular and special education setvices to the two counties. It provides highly 
specialized^ types of evaluation which are not economically feasible for local 
schools or special education districts to provide/ Between 1969 and 1974, equip- 
ment was purchased for aurf^ological testing and a pre-school vision and hearing 
program was started. More professionals were added as the program grew, 
Including a social worker, a speech and language clinician, another audiologist, 
and a psychologist. In 1975 the comprehensive diagnostic center was Implemented. 
Some services provided arei physical and occupational therapy, early childhood 
diagnostit screening, and a Parent-Infant Education Program to serve develop- 
mentally disabled children below the age of three. ^ 

Since 1974 the L^ker-McHenry Regional Consortlunj Roard has met 
to discuss existing programs and serylcea, and to identify unroet needs of the 
region's population. Continued contactg with other agencies, programs, and 
^^plresentatlves maintain co^Jtaunlty involvement. 

As you develop" new programs and continue to make history in 
the County, State and nationally, we hope you will keep a written record to 
update and improve thijp chapter and to provide guidelines fot b J: hers who will 
follow you." 



Gray, Mary Z. 
1977 



Kanner, Leo, 
1964 



Hecomroended for Further Reading 

Mental Retaydatlon Past and Present . Washington, fi.C: 
President's Commiteee on Mental Retardation (PCMR) . 
Traces the history of the treatment of retarded fJers^s ^.p the 
United States from the humanitarian movement of the 1850*8 to 
the present. Supported by many photographs and written at a 
non-techTiical level. Part of a four-volume ' series pjibrished 
by PCMR. * " , . 

A History of the Care and the Study of the Mentally Retarded , 
Springfield, Illinois: Cha/les C. Thomas. 

Carefully documented history of the beginning of care for the 
developmentally disabled, h'races ^he. origin of new Ideas and 
practices as they spread, geographically and over time through- 
out the countries of the world* 
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Itetcon, Virginia. A School For Peter > Carol Stream, Illino^: Ci^Bation H6u8e* 
N 197A The autobiographical account^of the jdevelopment: of .Groye School 

in Lake County, Illinois. Describ.ifes its humble beginnings in 
the late 1950 in the author's home through its operation as • 
a residential and educational facility for the developmen tally 
disabled in the early 1970's. 

'Sloan, William and Harvey A. Stevens. A Century of Concern: A History of the 
1976 American Association on Mental Deficiency 1876-1976 1 'Mer'ican 

^Association on Mental Deficiency, Inc., 5201 Connecticut Ave., 
N:W., Washington, D.C. 20015. ' * . * . * 

Each of the ten decades jpovered by this volume is dealt with in 
a separate chapter. The 300--page history of the Association, 
the largest of the pjrofesaiohal organizations, for the develop-, 
mentally disabled, traces three major themea: the «hanging con- 
-J cept of mental retardation, its Impy^ovability or curability, 
and the relationship between .mental retardation and social be- 
havior. . * r • - 



Teresa, Robert, with Corrine Owen. A Flock of Lamha > Chicago; , Henry ^ 
1970 Regttery Company. * ♦ 

A ser^s of episodes and incidents in the authors' nine years 
of association with developraentally disabled adults • .It 
begins with the opening of a pet shop in^.do\<ntowk> ChiC4igo 
where the developmen tally disabled adults wotf^^td rV Bxpi^n- 
slon led to the development Df the Lamb 's J'iitli^.l^ 
\ vllle, Illinois. . ^ ; : / ^ 

Wolfensberger, Wolf» The Origin and Stature of Our Iniati t Utlonal^ Modejs . 
1975 . Syracuse, Nev^ York. ^ / - ■ v-- > - 

Chronicles the attitudes, hopes, and policies that led %o 
the creation of Vlnstitutions for the mentally retarded, 
J Explores qpmmon perceptions of theiiiMtttjil^y retar.^ed, su<l^h 

' .as pitiable y sick,' menacing, innocent^ ah^felic^ and, only 
rarely, as developing persons. GrVti<ifUftj8 institutions and 
explainjp the ideologies and assumptions that underlie them.' 
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Directory of Services for Families In Lake County, Illinois 

4 

This Is a directory of all the services In Lake County, Illinois 
.for the devalopmoat^lly disabled persons*/ Also Incltided are thoae- services . 
outside Lake County-whlch are available and frequently utilized* Although all 
the Information has been carefully compiled -and ::hecked, ertors are probably 
Inevitable. We would appreciate these bjalng .drawn do our attention to . improve 
the utility of subsequent prlnC lags .of . the handboqk. 

Services are listed La alohabetLcal order With addressee and 
telephone numbers as pf Sutumer 1979. A brief description of programii l3,,provlded 
for each service. ^ 

An Index precedes the alphabetical lis ting t The Index Is organized 
Ina parallel format to the Sections and Chapters of the handbook. Services are 
listed under more ^harv'one heiadlng as apollcable. Special terminology Is ex- 
plained in the texT; the explanaxLons are not repeated for brl^f program de- 
scriptions In the directory. TV*use the'wd Irectory most effectively we recommefid 
first reading the correspoo^ Ing 'Oiapters o-f the handbook. 

* • ^ 

• V " ' ' INDEX TO DIRECTORY OF SERVICES 



Diagnosis and Ass e ssment 

Achievement Center 
Chicago Osteopathic Medical Ceater 
Children's ' Center %or Learning 
Children's Memorial Hq.spltal 
Children's Therapeutic Programs * 
Division of Serv.lces for Crlpj^led Children \ 
Epilepsy Rehabilitation In3.tltute * . ^ 

Evanston Hospital ^ i ^ ' 

Glenbrook Hospital, ' . . ^ f \ ^. 

Illinois Department of Mental Health and ^"1 

J Developmental Disabilities Subregl-o6 7 Developmenrta }. 

; Disabilities Division f 
Illinois Institute for Develo,jimental Disabilities (/TDD) 
Lake McHeary Regional Program (LMRP) ^ ^ ^ 
Loyola University Medical tent^ ' , ' j 

Lutheran General Hospital . , ( 

ffercy Hospital and Medical Center V 
Michael Reese 4t,ospltal ^nd Medical Center • / 

Northwestern University Memorial Hospltifls * 
Pr^sby terlap-S t . Luke's Hospital ' * ^ 

Rehabilitation institute of Chicago. 
Schwab Rehab<lltat lop Hospltgl 




192 



Shriner's Crippled Children's Hospital 
Wyler'a Children's Hospital of the University* 
of Chicago 

Uni^rersity of Illinois Hc^spitals . , 

Professionals Involved with Special Education 

(No services applicable) 
Education for the DeveXopmen tally Disabled 
College of Lake County 

Glenkirk Association for Retarded Citizens 

The Grove School " % 

Illinois Office of Education 

Lake ^Jounty Head Start 

Lake-McHenry Regional Program (LMRP) 

Low Incidence Cooperative Agreement (LICA) 

Northern Suburban Special Education District (NSSED) 

Special Education District of Lake County (SEDOL) 

Trinity College ^ 

Waukegaa Unit School District Special Education 

Services 

Ri|| iRious Education 

Congregation B'nal Tikvah 
First Congretional Churqti 
Immaculate Conception Church 
Immanuel Baptist Church 
Messiah Lutheran Church 
North Suburban Synagogue - and Bpth El 
Saint Andrew's Lutheran Church 
Saint Dlmas Church 

Saint Joseph Church Libertyv/lle 
S'aint Joseph Church Round bake 
§^i^irife^ Mary's Church — Buffalo Grove 
^ainl Ma^jfj^^ Churqh — Lake Forest 
Santa M^riif del Popolo 
Waukegan IDevelopmental Center 

Vocation al Services 

(Jlearbropk Centet 
Countryside Center 

Glenkirk Association for Retarded Citizens 
The Grove School 

Illinois Department of Rehabilitation Services (DRS) 
Illinois State Job Service 
Kenosha Achievement (Renter 
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Lake County Area Vocational Center (LCAVC) 
Lake County Comprehensive Employment *nd Training Act 

(CETA) Prograni 
Lake County Society for the Retarded 
The Lambs , Inc; 

McHenry County Association for Retarded Citizens ' 
North Shore Association for Retarded Citizens 
Northwest Suburban Aid for the- Retarded 
Opportunity, Inc.. 

President's Commi^ttee on Employment of the Handicapped 
Saint Coletta 

Living Environments 

Elaine Boyd Creche 

Glenkirk Association for Retarded Citizens 
Illinois Children's Hospital-School 
Illinois Department; of Mental Health and 

Developmental Disabilities Subregion 7 

Developmental Disabilities Division 
Kliugberg School* ^ 
The Lambs , Inc . ' 
Little City Foundation 
Marklund Home s 

McH^ry County Association for Retarded 
Citizens 

Misericord la North ^ 
Moraine Association 
Mount Saint Joseph 
Orchard Village 

Ri^rSTsTde^^^ndation ^ 
Sain* Colett^ 

Waukegan Developmental Center 

family Support • • 

Health Care Services 

Chicago Eye, Ear, Nose and Throat Hospital 
Chicago Osteopathic Medical Center 
Condell Hospital 

Easter Sfeal Society of Lake County, Inc. 
Feingold Association « 
GoQd Shepherd Hospital V 
Highland Park Hospital Foundation 
Hyperactive Children's Institute 

Feingold Association of Illinois 
Illinois Masonic Medical Center 
Lake County Crippled Children, Inc. 
Lak€ County Health Deptment 
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Lake County Physician's Referral of the Lake County 

Medical Society 
Lake Forest Hospital 
Lake-McHeary Regional Prog cam (LMRP) 
McHenry Hospital 

Medi-Check International Foundation, Inc. 
Michael Reese Hospital and Medical Center 
National Foundation of Dentistry for the 

Handicapped 
Northwestern University --^ Fri^nces S6arle 

Building . . 

Patient Prescription Information, Inc. 
Saint Therese Hospital 
Veteran's Administratioa Hospital/ 
Victory Memorial Hospital 

Zion-Benton (American International) Hospital 

Fami ly Counselin;^ ^ 

Epilepsy Foundation of America — North Shore, 

Lake County Chapter 
Family Service Agency of North Lake County 
Family Service Agency of South Lake County 
Lake County* Health Department 
Youth and Family Counseling 

Recreation 

Botanic Garden of the Chicago Horticultural 
Society 

Boy Scouts of America ' 

Camp Fire Girls - Lake County Council 

Camp Henry Horner 

Camp Nev Horizons 

Center for Enriched Living 

Creative Children's Arts 

Friends of I^andicapped Riders 

Girl Scouts 

The Learning Exchange 

Little City Foundation 

Northeastera Illinois Special Recreation Association 
(NISRA) 

Northern Illinois Special Recreation Association 
(NISRA) 

Northern Subqrban Special Recreation Association 

(NSSRA) I 
Northwestern Special Recreation^ftssociat ion (NWSRA) 
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Peacock Camp for Crippled Children 

Ray Graham Association's Camp Saint Francis 

YMCA's and YWCA's 

Community Services 

Catholic Charities — Lake County Office 
Connection Telephone Counseling and Referral 
Countryside fJenter for the Handicapped 
Disabled Individual's Assistance Line (DIAL) 
FISH 

Fox Valley Home Health Service, Inc* 

Glenkirk Association for Retarded Citizens 

Jewish Family and Community Service 

McHeniry Counify Association for Retarded Citizens 

North Shore Help Line 

North Suburban Self Help Center 

Parental Stress Services (Citizen's Committee for 

Children and Parents under Stress) 
Regional Transportation Authority 

Financial PlannitiR 

Guardianship and Advocacy Commission 

Lake County Bar Association — Lav?yfer Referral Service 
Lake County Department of Public Aid 
Social Security Administration 

I 

Some Considerations about Having More Children 

The American College of Obstetrics and Gynecologists 
Evanston Hospital 
Lutheran General -Hospital 

Northern* Illinois Chapter — American Society of 
Psychoprophylaxis in Obstetrics, Inc. 
(Lamaze) 

Rockford Memorial Hospital 

Society for the Protection of the Unborn through 
Nutrition (SPUN) ^ 



Consumer Action 

Parents and the Ne^ds of Children at Hpme 

Illinois Bell Telephone — Services for, the 

Handicapped 
Lake McHenry Regional Program (LMRP) 

Parentis of Children in Progra>Ti3 

(see Education for the Developmentally Disabled ) 
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Parents as Members of Parents' Organlzattons 

American Association for; the Education of the 

Severely/ Profoundly Handicapped (AAESPH) 
American Association on Mental Deficiency (AAMD) 
Coordinating Council for Handicapped Children (CCHC) 
Council* for Exceptional Children (CEC) 
Down's Development Counsel 



North Shore, Lake 
- Feingold.Association 



Down's Syndrome Congress 
Epilepsy Foundation of America - 

County Chapter 
Hyperactive Children's Institute 

of Illinois 

Illinois Alliance for Exceptional Children and Adults 
Illinois Associaj^on for Retarded Citizens 
Lllinois Societ^ltor AutistiQ Children 
Illinois Regional Resource Center \ 
National Association for Down's Syndrome (NADS) \ 
National Association for Retarded Citizens (NARC) ' 



National Easter Seal Association for Crippled 

Children and Adults 
National Fodndation — March of Dimes 
National Society for Autistic Children' (NSAC) 
Parents' Campaign for Handicapped Children and 

Youth 

President's Committee on Employment of the 

Handicapped 
President's Committee on Mental Retardation 
Self-Help Development Institute 
United Cerebral Palsy of Greater Chicago 

Parents as Planners of Programs 



Health Systems Agency for Kane, Lake and McHenry 
^ (HSA/KLM) 

Illinois Governor's Planning Council on Deve^lopmental 

Disabilities . 
Lake Co.unty Coordinating Council for Mental Bealth, Sub 

Abuse, and Developmental Disabilities \ 
Lake County Special Education Advisory Committee 

Subreglon 7 Developaiental Disabilities Services Act ' \; 

• (5dSA) Planning Committee . ^\ 

United Way of Lake County, Inc. 

Pax^e n 1 9 ja s L e^a 1 a nd Le a 1 3 1 a b 1 v a Ad v oc a t: e s 

Advocates for the Handicapped 

Coordinating Coancil for Handicapped Children (CCHC) 
Guardianship and Advocacy Commission 

Lllinois Commission 6n Mental Health]! and Developmental Disabilities 
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Illinois Developmaatal Disabilities Advocacy Authority 
Illinois Developmental Disabilities La-;* Project 
Illinois Office of Education 

Lake County Bar Assoi^atipp, — Lawyer Referral Service 



ALPHABETICAL DIRECTORY OF SERVICES 



AtSHIEVEME^IT CS'NTER. 



Box 267, Graydlake, IL 60030 223-0333 * 



V- 



Pr6vid^s educational and psychological diagnosis, remediation and 
tutoring of educably mentally* haid Icapped , brain damaged and learning 
disabled children. Work in conjunction with schools butr are strictly 
private; parents must l>''iy fees. Suggest that parents go to school 
district first, use program as secondary source. 

ADVOCATES FOR T HE HANDICAPPED 

2200 Merchandise Mart, Chicago, IL 60554 822-0435 

# 

Conducts in>/e3tigatio.-x3 , gives testimony at public heaj^ings, saggt^s's 
changes Ln policy or law, conducts public education programs, provides 
direct service through its Legal Prograai, and publishes a bi-monthly 
newsletter, ADVOCATOR. Membership open to all interested in advo- 
cating for all the handicapped. S 

AMERICAN AS30CIATI0>>f THE EDUCATION OF THE SEVERELY/PROFOUNDLY 
HAN DICAPPED (AAESPH) ' ^ ^ 

Membership Coordinator, 160D West Armory Way, Gardiaa View 

Suite, Seattle, WA 98119 

Dedica^ied tt) provide quality education, advocate, disseminate 
information and materials about se/erely and profoundly handi- 
capped children* Publishes a newsletter and a quarterly journal. 

AMERICA N ASSOCIATION ON MENTA L DEFICI^CY (AAMD) 

5201 Connecticut Avenue, N.W., Washington, D.C. 20015 

» 

Oldest organization of professionals and ^parents who work with the 
devalopmentally disabled. Publish several journals and provide 
information on the latest advances in treatment of the developmental ly 
disabled. 

THE AMERICAN COLLME OF OBSTETRICS AND GYNECOLO GISTS ' 
7l Eas^^: w"acker"Drive, Chiaago, IL 60601 "222^1600 

Provides information on proper nutrition for expectant mothers and 
lists obstetricians anJ gynecologists for each community. 



*A11 telephone number^.- are* Area Code 311, unless otherwise indicated- 



BQtANIC GARDEN OF TflE CHICAGO HORTICULTURAL SOCIETY 
j^^.O. Box 400, Glencoa, IL 600.22" 835^54,40 

Has a*pi<5(iel garden for the dLsabled gardenei: ,and provides - instruct! 
in horticultural^ therapy — the use of gardening for improvement of 
physical and mefftal well-being. 

• 

BOY SCOUTS OF AMERICA 

Northeast Illinois Council, 724 Vernon Avenue, Glencoe, IL 60022 

Special units attached to schools in Highland Park, Waukegan, 
Grayslake, and Nprthbrook. Covers the general area 6f eastern 
Lake County, call Paul Totzke at 835-4142. 

Northwest Suburban Council, 1300 East Rand Road, P.O. Box 968, 
• Arlington Heights, IL 60006 

» 

Covers southwestern area of Lake County though has no special units 
at this time, call Joe DeKeysar at 394-5050. 

CAMP FIRE GIRLS -- LAKE COUNTY COUNCIL 

111 Oak Knpll Drive, Lake Villa, IL 60046 

" ■ . '. 

No special units at this time but willing to help organize. 
Call Donna Monnier at 356-7579, 

CAMP 'HENRY HORNER 

P.O. Box 232, Round Lake, IL 60073 

Summer camp for mentally retarded children and adults run by the ' 
Young Men's Jewish Council. Call Dan Fareniella at 546-4435 or 
the Center for Enriched Living, 679-8490. 

CAMP NEW HORIZONS ' a 
3042 Ho Id ridge, Waukegan, IL 60085 

Privately run summer camp for*physically handicapped and learning 
disabled children at the Phantom Lake YMCA Camp, Mukwo.nago, WI 
(near Milwaukee, WI) . - 

CATHOLIC CHARITIES LAKE C6UNTY OFFICE 

4 South Genesee Street, Waukegan, IL 600.85 623-1860^ 

Multifunctional agency providing services such as counseling, 
fostdir^ care, adoptions, and Spanish advocacy. 

CENTER FOR ENRI CH ED LIVING 

■9301 Gross Point Rpad, Skokie, IL 60076 

Provides recreation and social activities for young adults with 
developmental disabilities. Call Lynn Albanese at 679-8490. 
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CHICAGO EYE^ EAR '^OSE AND JftROAr-^HOSPITAL . '' ' 

23i W. Wash tng^ton Blvd., Chicago, It 60«)3 372-9400 Clinic ext. 35 

Special plinics deal with allergies, podiatry and Radiology, used 
by handicapped, especially. 

CHICAGO OSlEOPATthc Mg^D ICA L Ct^N^E^ ■ . , * , 

• 5200 S. Ellis Avenue, Chicago, IL . 60615 ■ - \' - ' 

Multiple Services: \ 

(1) P^diatrLq GamprahenSive Car^ arid Prevention Prograni^^ (PCC?.) 
Room 1126 ' 

Screening and reoiediation program designed for childten with 
* learning and/or behavioral probJLem:?. which interfere w'l^th the 

, child* s ability to function adequately. -Judith Allpn,\ Project 
Director, 947-4749. . 

(2) Hospital and outpatient clinic. Usea wholistic approach^to' 
treating the p.atient by acknowledging the relationships \of the 
body with the mind and .evnotLona. Em^ihasizes fact that ti^e human 
body has the inherent capacity to heal itself. Therapy iWolves 
pianipulating |tha neuromuscular framework to help tha body\return 
to its healthy state, 947-3000. • *^ 



REN'S CENTER FOR LS Al^lNG \ \ 

National College of Education, 2532 N. Asbury, Evan^on, JjL 60201 



CHILDREN'S CENTER FOR LE ARNING 
National College of Educa 
256-5150 ext. 363/368/369 

Director: Chris Johnson. 
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Provides educational aiivl pisychological diagnosis for educably , 
mentally handicapped and teaming disabled childten grades K-10^ 
Remedial services offered but parents must provide transportation 
for sessions tveld 2-3 times per week^ Operate summer program* 

CHILDREN'S MEMORIAL HOSPITAL 

2300 Children' s^H^^^ Wast Fullerton Parkway, Chicago, IL 60614 

Ijhild ^Psychiatry 'o^vlsion (649-458'9) does psychological, neurological, 
jMpeecli a.id language, and educational testing. If child aeeds more 
^testing, they refer to the 31 specialty clinics and coordinate tha 

seirvices throuijh Child Psychiatry* Cost: approximately $700, green* 

caiJidv accepted, but no sliding fee scale* Make contact with Social 

Worker. Sometimes waiting list is 3 months long* 

♦ 

CHILDREW'!s'THEtlAPEU3:iC PROGRA^(g , ^ 

715 La;ce Streak Oak Park, II 60301 383-3800 

Medical Director: Paul J* Dunn 
lilulti-disciplinary . ' V 

Diagnostic and treacmant {)rograra for children with varyln^j 1 Isab lllf". 

Neurological, psycholbgical, visual, audiological and osteopathic (re- ^ 
"Tl^tioxishtp of muscles and bones to tha rest of tha body). ExamluatlDas 
lare done to evaluate and dlagnosa child* Treatment consists of som«i of 

tha f o L\auiag:fHome treatment, group treatmeat at center, individual 

treatment' at centet:, di6t supplements, and family counseling* 
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3201 Camfb-all Road, Rolling Mekdows, IL 60008 255-0120 . 

J 

■» • ■ . ' 

Among other pi:t>grauv. prpvided, has a rehabilitation workshop for 
developmeatally disabled adults. Lgcated at 680 Lively BouleVard^ 
Erik' Grove Village, IL 60007, phone 593-0700. 

COLLEGE OF LAKE CO J.YrY ^ ' ^ / 

19351 Washington Street, Grayslahe, XL 60030 223^-6601 



Provides post s|c*|dary ed^catlou ticludLng: general education courses 
career programs, c#at:inuing education and community service prograJi.'i^ 
May begin classes for devi^lopaieatally disabled adults, .soon. 

COND^LL HOSPITAL ' ' . ^ . / 

Cleveland and Stewart, .Libarty->/ille, IL ' 60^y^^3 362-2900 

No specialized programs for developaental Ly disabled. 

OONGREGAtlON ^ ^ ' NAI f tKVAH 

795"wilroot Road,- DjaerfielJ, IL 60015 9^5-0470 

Provides special religious education, , ^ . ^ 

CONNECTION T^:LEPH0NE COUNSELING AND .R.i: FERRAL 

"112.5 North Milwaukee A reaue, Llbertyville, IL 60048' 
Grisi? paona:' 367-1080 Office phone: 362-3381 

Provides counseling, referral and Information to all people in 
any type of crisis who call for help. 

COORDIJJim COUNCIL FOPv H.W)ICAP PED ^CHILDREN (CC HC) 

407 South Deacbora^sTreet, Room 680, Chicago "iL 60605 939 -3513 

Server tht3 Chicago metropolitan area, includini;; Lalc^ County, as an 
advocacy organization for haadicappad children and their fapiilies. 
I^ublishas a newslat^er, offers free training, sessiojis for parents 
and profassionals, and holds monthly meetings'. Is. the Parent la- 
foc'u.?.!: Lou Centex for the Midwest region. 

CQimCIL ^ FOR EXCgPT lO NAL CHILDREN :.(c£C) 

1920 Association Drive, Reston, VA 22091- ' 

Pari^Titts a:id professionals' organization provLdln}^ Inf )r.ant: Lon^ 
referrals, publications, and training. Tha Illl no ?.i - 'federal: Ion 
licacHid at 591 Walnut Lane, Elk CroVe Village, IL 600:)7, phoaa 
341-4434. . . 
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COUNTRYSIDE CEN TER FOR THE HAI JD I CAPPED ' v. - ■ — 

, P.O. Box 412,*Barcin3toa, XL 60010 ^^3i3'335.5 * " 

Executive Director: Ralph WalbSYg . " * 

Provider a wide variety of vocational aad support iv/e seirvices to 
persons with developmentar disabilities ovar the a^e of 16 and their 
families. The facility t)u 3c\icley 5^ad .in iPalatine houses admtni- 
stratioii oCirlces, adult training prograu^s, the' rehabilitation work- 
shop, a Follow Along Program' to keep track of clients servecl aivl 
provide stnooth r.ransition to another facility^ and the Family 
Support Ut)it. The Vocational Rehat)ilitat ion Center of North Laice 
CounCj^, 821 Tenth Street, North Chicago is aaotihev^ :;Ju itry.^.Ue 
Cent.^-rr program, ^ 

CI^EATIV E CHILDRENyS ARTS 

•614 Lincoln Avenue, Winnetka, IL 60093 446-7260 

Teaches the visual and musical arts to chiHre»\,.iid has special" . 
* '■ classes Eor cerebral palsied and retarded qhiLdrea, Cla3:i:*3 ' 
ar.^ held after school ^nd on Saturdays* 



DISABLED -INDIVID UAL '3 ASSISTANCE LINE (DIAL ) 

793-5000 - - ' 

Sponsored by .the Illinois Department of Rehabilitation Services as a 
community information and referral for all kinds of handicapped needs. 

DIVISION OF SERVICES -FOR 'crippled CHILDRE^ 

Region Office: 43 E. Ohio, Chicago, IL 60611 996-35^3 

State and federally funded medical service agency administered 
by the University of Illingis providing specialijped medical care 
and related rehabilitative services to childrenVvith orthopedic 
^ conditions, cerebral palsy, epilepsy, spina bificfa', phenylketonuria 

(PKU)* Services include: diagnostic evaluation, consultation; speech, 
hearing, physical and occuffat ional therapies; appliances such as braces, 
limbs, and hearing aids. Clinics for diagnostic testing are held in 
different hospitals ground the state.^ 

DOWN'S DEVEXiOPMENT OOUNSEI/ 

P.O. Box 118, Grayslake, IL 60030 746-5076 

President: Ruth Collins 

Matches parents of older children with Dowr^^s Syndrome with parents of 
newborn children with Down's Syndrome to help the new parents cope. 
' Provides inf^>xmatloi> and material to interested parents. 
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DO WN'S SYNDROME CONGRESS W • 

Membership Chairman', 118 Paloma Drive,, San Antonio, TX 78^.2 

Nat;ional organization seeking to prq.note the welfare of persons 
with Down's Syndrome. " * . 

EASTER SEAL SOCIETY OF LAK E COUNTY, INC . 

1125 North Milwaukee "Avenue , Libertyville, IL 600A8 367-1750 

Provides speech and language therapy and evaluation and therapy 
for handicapped children and adults. Offers fre^ loan of hospital 
equipment, such as wheelchairs, hospital beds, crutches and walkers. 

ELAINE BOYD CRECHE . . ' * ' 

BJLoomingdale, IL 60103, 529-3350 « . 

\ 

Administrator: Jacklynne . Pett itt 

A private residential facility sei^-vin^ nonambulatory children 
functioning at the severe and profound levels of retardation • 
from birth through the age of eighteen, 

t 

^ EPILEPSY FOUNDATION OF AMERICA NORTH SHORE, LAKE CO UNTY CHAPTER 
614 Linctoln Avenue^ Winnetka, IL 60093 441-756^ 

Local chapter of the Chicago Metropolitan Chapter provides individual, 
family, and group counseling. MontJKly self-help groups and a 
consumer council* MeoiberShip benefits: low cost dcrugs ,^ term life 
insurance, medical alert jewelry* Chicago office: 22 West Monroe, 
Chicago, IL t'0603, phone 332^4107, National office: 1828 L Street 
N.W., Suite 406, Washington, D.C. 20036, phone 202-293»=-2930. 

EPILEPSY REHABILITATION INSTITUTE 

5825 Gfermak Road, 5th Floor; Cicero, IL 60650 ^652-3581 

Two new programs at E*R*I. will provide a 6 to 12 week, 24 hour- progr^ * 
(day program available In some cases!) for individuals 18 years and older 
who are having frequent a^izures and/err are experiencing a number of 
difficulties in dealing effectively with problems associated with their 
epilepsy* oSfe program will serve the intellectually alert, and the 
other will serve the developmental ly^d isabled 'tn need of a slower- < 
paced program* The programs will include neurologltal work-ups and 
treatment, monitoring of ' anticonvulsant drug levels, intene ive^^indi- 
vidualized* educational '^and activity programs, psychological and 
intellectual assesstnent, individual and group counseling, employment 
information, vocational training and further education. 




EVANST0N HOSPITAL ' 

2650 Ri^ge, Evatiston, IL * 60201 J*^^9«2*-2/)00 , ^ 

Mu}.t4fple services': (1) Perinatal 'Center for newbrorn chilSlran wi-tli * . 

* ,c^.lti^al 'troubles .(iuch aa pi^'ematurtty apd birth defects) Perinatal 
.center l)a% special^ staff apd equipment. . ^ ,^ ' " * . . 
(^2) ■ ETvti'iuation Center for Ijaarning,%* compreUensiVe ^dia^ostic 
seYviCe /and shoijt-teifm therapy fpr ^hildreh^r^havlng devplopAentdl, 
academic, pr school adiUs.tment%robleih8 (foi; children older^than 

^ 3)^^ . Carol (ielthainl, j^ssociate Director, '"^ " - 

, (3) Conbintjihg AsseBsmeitt Program f Comprehensive i^terdt^aiplinary . 
diagnodttc /service for 0-3 year old^^ho are' th<>ught to have develop- 
mental d^^bilitic^. Tracks, child ir«n, who were ^in perinatal cetitbr* 
AM y^tftihg done at hospitals Full cost^ rsnges.Jcpm $2dO-j600.' Total 
of 14-2.1 d^ys* for full cycle of referral, tes^tiAg and recommendation./ 
' ^ Treatment ^takflia ^onger depend iMpon the chil^dl ^ Affiliated wif:h . 
Nor|hve8ji:ern Un^ye'rgity Me<iica(l School and Childreft's Memorial 
Hosititai. ' ^ - ' ^ ' . 

• ^) O^fwtic Counseling / * ' . * " ' 

i ■ ^ , . W " ^ ' .• ^ ^■ ■ " . ' 

FAMILY' SERVICE AGENCY OF NORTH> I4AKE COUNTY ^ . ^ 

3l9 North County^, Street., Waukegan, XL 60085 662r4464 

^ f - 

Provides prof esjsiohal ctoanseling ^or marriage problems, prirent-child 

• ^ ^conflicts, t^otal family difficulties and indijai^Jual personality . 
♦ ' r«(ftu^tpient problems* ^Outreach'*of f ices at 2j^CrJ!U>itth Milwaukee ' 

.AVeriGe, Lake Villa, IJ. 60P46, phond 35^-1944, and at Shiloh 
Village^ 27*5 Sheridan 'Road, Si^ite 16, Ziori, XL . 60099, {>li^e 872-4388. 

FAMILY. SERVICE AGENCY OF SOUTH LaS^^ COUNTY ' ' *. 

777 Central Av^e, Highland Park, XL 60C)j5 - 432-4981 

Provides prof eks'lpnal counseling f orlimari^^age problems, paijent-child 
conflicts, ^totaX .fMiily difficulties; and individual pers(inality 
adjustment problems • Outreach pf f ices '^t ^02rSouth Cook Street, 
Barrington, XL 6001Q^ phoner 381-4981 and Ro«tii 83 smd Diamond Lake 
Road,^Jundelein, XL- 60060, phone . 949-5090.- 




FIRST CONGREXIONAL^flHURCH ' • ^ . ' " 

315 North Utica, Waukegan, Xl' 60085 336-5368 
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Will provide special religious educattln if there is dertiand 
for at. ^ , / ' ' ' ^. fit 

Barrington, XL 60010 381-7474 and Dee^rfleld, IL"60015 ' 498-1231 

Providea emergency transtjbrtiition for the needy, handioap{%ed , and 
"^Iderly to dnd from -nedical, dental and mental fieSlth appointments 
in addition to. other transportation on an emergency pr need ^basla^ 
Provides emergency baby-ditblng, ^in-home care, meals, grocfery 
shopping and aid tcT disasteo: victims^, 24 hour a day answering s^irvice. 
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FOX VALLEY HOME HEALTH SERVICE. INC . ' • ' 

■ 7i{ South County Stratit, Waukegarl, IL 60085 662-0120/0121/0122 

Health care in tha home under the on of a physician. 
Services include part-time nursing care registered nurse, 

. home health aid and physical, spee^ch or occupatioilal therapy. 
^ 24 hour answering service. ' 

FRIENDS OF HANDICAPPED RIDERS ^ ' 

5923 West Barry, Chicago, IL 60634 ^ 

/ 

^. Provides horseback riding for physically aAd mentally handicapped 
people^ One of the stables sponsoring the program'^is the LorBar 
Ratich in Lib^rtyville, IL. Call Nancy Wise at 637-1911. ' 

■ V. ' \- ■ 

GIRL SCOUTS - ^ * 

Lakeview Council , 732 North Genesee Street, Waukegan, IL 60085 

Has one special troop .In Grayslake and may start one in Waukegan. 
Services n'orth and northeastern Lake County. Call Jody Evans at 
662-572: 

Mord>(4 Council , 747 D^erfield Road, Deer^ield, IL 60015 

special troop in Highland Park. Services Mundelein, Buffalo , 
Grove and all towns east to Lake Michigan* Call 945-7750. 

Sybaquay Council , 15 Ziegler Co\irt, Elgin^ IL '60120 

^ Serves southwestern Lake County but has no special* troops at this 
time. , • 

GLE NBROOK ROSPlTAL / — - 

2100 Pfingsten, Gleaview, IL 60025 729-8800 

Sister hospitk! of Evanston Hospital* See Evans ton^Hosp ital . 

GLENKIRK ASSOCIATION FOR RE TARDED CITIZENS 

701 Harlem Avenue, Glenviaw, IL 60025 729-1^70 

- Provides a variety of services to residents of northern Cook 
/ County and southern Lake Cou'nt'y. Offers an early intervention 
program for parents of infants with developmental delays; a 
^ school providing education fcir the mare severely developmentally 
disabled child ages 3 to 21; a work activities program for adi^lts; 
a residential facility, the Glenkirk Hotne in Lake. Forest, for 
^ ambulatory children between the ages of 6 to 14 who attend special 
education classes in the community; and respite services for de- 
valopmentlilly diabled childlren and adults. 



GOOD SHEPHERD HOSPITAL " • v 
Barrlngton, IL 60010 

New hospital scheduled to open F»ll 1979. 

THE GROVE" SCHOOL 

40 East Old Mill Road, '^ake Forest, JL 60045 234-5540 

Director: . Virginia F, Matson ^ 

Provides special education services for severely and profoundly 
handicapped children ages 3 to 21 who cannot be served in 
public school facilities. Offers prevocational training for 
severely and profoundly handicapped young adults agea 16 to 2l. 
Skilled nursing facility houses 45 multiply handicapped 
children and adults. 

GUARDIANSHIP AND ADVOCACY COMMISSION 

1 West Old State Capitol Plaza, Suite 917,, Springfield, 
IL 62701 217-785-1541 

A State agency established January 1, 1979 comprised of nihe 
members. Directed to ^establish legal counsel to eligible 
persons and enforce rights or duties; set up regional" panels 
to investigate and complain when persons' rights are being 
violated; and serve as a guardian to persons .declared in- 
competent wH% ha^VB no one to function in that capacity. 

HEALTH SYSTEMS A'GENCY FOR KANE. LAKE AND McHENRY (HSA/KLM ) 

188 South Nort;hwest Highway,. Gary, IL 60013 639-0061, 

Director: Richard Janishewski 

Federally funded organization designed to develop plans for 
future health s'^rvices it! the three county areas, including 
services for the developmentally disabled* Council for 
'Lake County identifies health needs. 

HIGHLAND PARK HOSPITAL FOUNDATIO N ^ 

718 Glenview Avenue, Highland Park, IL 60035 432-8000 

No specialized programs for the developmentally disabled. 

HYPERAC TIVE >CHILD REN'S INSTITUTE — \FE iNG OLD ASSOCIATION OF ILLINOIS 
J 1755 West Roscoe, Chicago, IL 60657 477-1472 or 472-6744 

Parents' organization that provides Information and counseling 
on the FeingOld diet that claims to reduce hyperactivity in 
children. 
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ILLINOIS ALLIANCE FOR &XCEPTIONAL CHILDREN AND.APULTS 

^15 West Giles Lane, Peotia, IL 61614 309-691-0256 

* » 

President: Sally Hoert ' " . 

A coalition of smaller organizations whose members incl'ude 
. parents and professionals. The groups seek to encourage public 
awareness the rights, needs and capabilities of exceptional 
people* 

ILLINOIS ASSOCIATION FOR RETARDED CITIZENS , 

Ridgely Building, 504 East Monroe, Springfield IL $2701 
217-522-9643 or -9644 

Executive Director: Donald Moss 

Statewide non-profit organization working on behalf of 340,000 
retarded citizens, and their families throughout Illinois. Goals 
include improved care and services for the retarded in areas of 
prevention, education, residential, vocational,* and recreational 
, services, and research. Chicago office at 6 Nort^ Michigan Avenue,' 
Ch<Lcago, IL 60602, telephone 263-7135. 



ILLINOIS BELL TELEPHONE — SERVICES FOR THE HANDICAPPED 
' 212 West Washington, Chicago, TL 60606 742-4421 

. Can help disabled persons by equipping them with 
special 1>hone equipment and teaching them how to ^ 
• ■ use it. 

ILLINOIS CHILDREN'S HOSPITAL-SCHOOL ., 

1950 West Roosevelt Road, Chicago, IL' 60608 341-6220 

A residential, educational and rj^hab ilitation center for children 
with otthopedic h^indicaps* so seVere that their needs cannot be met in 
the home commun it /or 'through existing, resources . Serves 100 children 
between 5 and 20 years, nearly half with cerebral palsy. Child must 
be educable to"be admitted to the program. Average stay is 4ij years. 
Is a rehabilitation center rather than a fully staffed and equipped 
hospital. Contact Superintendent ih care of address above for in- 
formation. Application should be made to the Department af 
Rehabilitation Services. 

ILLINOIS COMMISSION ON MENTAL HEALTH AND DEVELOPMENTAL DISABILITIES 
State Capitcd Building, Springfield, IL 62706 

Composed of 12 Illinois legislators and 7 representatives of the 
public. Its mandate incUides reviewing and making recommendations 
on ^plicies tha4: affect the mentally ill; developmentally disabled 
and alcoholic and other substance abusers;' and monitoring the 
Illinois Department of ftental Health and Developmental Disabilities 
and other agencies that deal with these popitlatlons . 
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itLINOlS DEPAR'l^MENt OF MENTAL HEALTH AND DEVELOPMENTAL DISAB'tLITIES SUB - 
♦ REGION 7 — DEVELOPMENTAL DISABILITIES' DIVISION 

750 South State Street, Elgin, IL 60120 742-1040, ext. 2400. 

Dl^^ector: Richard Hammes 

Subregion for the Department which serves the Lake County area. 
'^Provides Informatlbn on available residential placements In 

state facilities. For admlttdnce to state facilities and for use 
of the diagnostic facilities at the Illinois Institute for De- 
velopmental Disabilities, contact this office. 

ILLINOIS D EPARTMENT OF REHA BI LITATION SE RVIC ES^ (DRS ) 

(formerly the Illlrtols Department of Vocational Rehabilitation, DVR) 
2229 Grand Avenue, Waukegan, IL 60085 244-8A74 

■-•V. 

The state agency which/ provides direct vocational ser>?ices through 

Its local offices and provides funding for vocational {Programs 

through private agencies. Some of the services provided are medical 

evaluation and treatment, provision of physical aids (artificial 

limbs) job training and piaciement, and counseling and guidance. 

The administrative offices are located at 623 East Adams Street, 
Springfield, IL 6^706. 

ILLINOIS DEVELOPMIINI' AL DISABILIT I ES ADVOCACY AUTHORITY ' • 

1 West Old State' Capitol Plaza, Suite 917, Springfield, IL • 62701 
217-785-L541 

Implements the iillnots plan to protect and advocate the rights of 
^ the developmentally disabled. 

Two advocates serving the' Lake County area ax^ Ms. Phyllis Korwln 
at the Waukegan Developmental Center, Waukegan, IL 60085, and 
Mr. George Ackron-- IDDAA Advocate, 666 Russell Court, Room 1-B, 
Woodstock, IL 60098. 

ILLINOIS DEVELOPME NTAL DISABILITIES LAW PR OJECT 

343 South Dearborn Street, Suite 709, Chicago, IL 60604 341-9026 

Project Director:^ Wallace Winter 

State funded project tl^rough the lAlnois Department of Mental 
Health and Developmental Disabilities whVch*^ provides free legal 
counsel to families and organized groups who need legal help 
in their dealings wltli handicapped children. 
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LLINOIS. GOVERNOR'S PLANNING COUNCIL ON DEVELOPMENTAL DISABILITIES 



222 South College, Springfield, IL 62706 217-782-9696 
Execut ive Director : Raymond Ramirez 

Mandated by federal law the council is responsible for planning and 
coordinating sGrvj.c:es for the developmentally disabled in Illinois. 
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ILLINOIS INSTITUTE FOR DEVELOPMENTAL DISABILITIES (HDD ) 

1240 W. Rooaevelt Road, Chicago, IL 60608 341-8000 

Provides frtee tnult Idisciplinary diagnostic, evaluation, and recommendation 
services tp the developmentally disabled upon the referral of the^. 
Subregion poordinator, Chr^.s Moore' at the^Elgin Mental Health Center*, 
750 South. $tate Street, Elgin, 60120, 742-1040, ext. 429. Intake 
worker at HDD decides whether client should be seen by staff. If 
case is taken, many services available (for example, medical w6rk-up, 
psychological, speech and hearing, audiological , vocational rebablli- » 
tation counseling, or special education). 



ILLINOIS MASONIC MEDICAL CENTER 

927 Wellington Avenue, Chicago, IL 
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Conducts a Dentistry for the Handicapped program available to 
children under the ag^ of 21 who are developmentally disabled 
and to aduJLts over the age of 21 who aije mentally handicapped. 
Provides in-patient and out-patient care, phone 525-2300, ext. 
651. 

» 

I LLINOIS OFFICE OF EDUCAT^iON 

100 North First Street, Springfield, IL 62777 217-782-4321 

State agency in charge of providing education for all 
han(!icapped children ages 3 to 21 in the state of Illinois.. 
Provides information on the rights of handicapped children 
to an appropriate education and acts as the final arbiter 
in questions of placement and curricula^ ^ 

ILLINOIS^ REGIONAL RESOURCE CENTER 

Northern Illinois University, Department of Learning and 
Development, Graham Hall 245, DeKalb, IL 60115 ' 

Regional center f<Dr education materials and information dealing 
with special poplilations*^, developmentally disabled persons 
included. Publishes a newsletter. 

ILLINOIS SOCIETY FOR AU TI STIC QIILdREN ^ 
730 East Vine Street, Room 211, Springfield, IL 6Z703 

H, * '■ 

Executive Director: Lana Cooney 

Works to increase t\\e public ^9 awareness of the nature of autism, 
» provide information and lobby for legislation to provide special 
education designed specifically for autistic children. 

ILLINOIS STATE JOB SERVICE 

150 Penesee Street, Waukegan, TL 60085 662-6913 

Provides a listing of Jobs open in many different categories. 
Also provides minimal job counseling. Office also at 74 East 
Grand Avenue, Fox Lake, IL 60020, phone .587-9200. 



er|c 



209 



IMMACULATE CONCEPTION CHURCH 

510 Grand Avenue, Waukegan, IL 60085 

Provides special religious education, 

IMMANUEL BAt»riST CHURCH , 

1016 Grand Avenue , "fWaukegan , IL 60085 336-4800 

. provides special religious educatit)n. 

JEWISH FAMILY AND COMMUNITY SERVICE 

210 Skokie Valley Road, Highland Park, IL 60035 831-4225 

Provides community and life education, homemaker Service, home 
economics,, loan funds for eijiergencies , economic readjustment, 
vocational and professional education and legal aid to Jewish 
children and adults. 

KENOSHA AQIIEVEMENT CENTER 

1218 79th Street, Kenosha, WI 53140 414-658-1687 

Evaluation center for vocational' skills and sheltered workshop 
that is available to residents of northern Lake County through 
the Department of Rehabilitation Services. Provides evaluation 
in all skill areas for adults, 16 years and older, and a final 
written evaluation. Buses provide transportation to the 
workshop for northern Lake County residents. 

KLINGBERG SQIOOL ^ 

Route 2, Box 312, l^undelein, IL 60060 526-2176 

Director: Irene Klingberg 

Residential school for ambulatory developmentally disabled child 
ages 6 to 21. In addition to spfecial education services there i 
prevocational workshop and shelterdid workshop. 

LAKE COUNTY .AREA VOCATIONAL CENTER (LCAVC) 

19525 Washington Street, Grflyslake, IL 60030 223-6681 

Extended occupational education for high school juniors and 
seniors who wish to gain employability in one of a wide range 
of occupation areas. Funding for training provided by the 
school district. 

LAKE COUNTY BAR ASSOCIATION LAWYER REFERRAL SERVICE 
244-3140 , 

Provides referrals to persons who need legal service or legal 
advice to members of the Bar Association. 



623-1850 
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LAKE COUNTY CONtPR EHtlNS IVE EMPLOYMENT AND T EI AINING A C T (CETA) PROGRAM 
307 West Waffhington Street, Waukegan, IL 60085 249-2200 

A 

Federally funded program which provides a variety of^ vocational 
and training opportunities through • develo{>ment of jobs in the 
public and private sectors^ Services provided include ^ on-the- 
job training in vocational careers, supportive services such as 
day care, transportation allowances, counseling, and employment 
through local government agencies or non-profit organizations, 

LAKE COUNTY COORDINATING COUNCIL FOR MENTAL HEALTH, SUBSTANCE ABUSE, AND 
DEVELOPMENTAL DISABILITIES ^ , 

Lake County>Board of Health, 3010 Grand Avenue, Waukegan, IL* 60085 

689-6700 I 

The new council (Fall 1979) is charged with eKamining the service 
nee^ of all the groups in its title and developing a compjehensive 
county plan for all those groups* It will review all Lake County 
req^ifistB for funding from the Illinois Department of Mental Health and 
Developmental Disabilities, The council will be composed of Consumers and 
providers --kith direqt service and funding. 

LAKE COUNTY CRlf^PLED CHILDREN. .INC , 

322 O'Plaine Road, Gurnee, IL 60031 336-7624 

Administrator: Catherine Dietmeyer 

Consultation and treatment of orthopedic problems^ by an 
orthopedic speci^vlist. Children under 16 are eligible for 
the monthly clinic that is free of charge* 

LAKE COUNTY DEPARTMENT OF PUBLIC AID ^ ' , . 



114 South Genesee, Waukegan, IL 60P35 336r5212, 



thl^Eoll 



Administers State of Illinois fuided •programs such as th^rollowiilg : 
Aid to Families and Dependent Cliildren, Food Stamps, and Medicaid • 
Answers questions about public aid» 

LA KE COUN;rY HEA D START ' * - 

p 574 McAlister Stpeet, Waukegan, IL 60085 244-0043 or ^0044 ' 

Director: Itiera Ramos * 

Federally funded preschool centers offering complete and coinprehensive 
medical and dental care, psychologies^ \{nd social services to the 

child an4/or family, 2/3 of each chlld's^daily nutritional require*- ^ 
ments, and free transportation to and from school • By law Head ^ ^ 

Start populations must include 10 to 15 percent students with 
hand leaps • ^ 




LAKE COUNTY HE A LTH DEPARTMENT ' • . 

^3010 Grand, Avenue, Waukegan, IL 60085 699-6700 . . 

Executive Director: Dr, Steven fotsic ^ 

Provides^ a full range of medical, dental, educational and 
\ psychological services to residents of Lake County, Sotae of the' 
services ^offered are community dentistry, health education, 
immunization clinics, a variety of nursing services, and mental 
health and substance abuse programs* * * ' 

LAKE COUN TY PHYSICIAN^'S REFERRAL OF THE UKE ^COUNTY MEDICAL SOCIETY 
226 Genesfee Street, Waukegan, XL 60085 662-7766 

Provides names doctors in good standing with the sociepr who 
are accepting patients* . ^ 

'A • 

LAKE COUNTY SOCI ETY FOR THE RETARDED 

• Robert A* Flood Wotk Activity- Center, 2713 Deborah, Ziton, IL 60099 
872rr5557 

Director: Robert A, Flood 

Provides a work activity and sheltered workshop program for 
^evelopmentally disabled, emotionally disturbed and phydi<:ally 
handicapped adults over 16 years of age. 

LAKE. COUNTY SPEC IAL EDUCATION ADVISORY COMMITT EE 

A904 County Building, Waukegan, IL 60085 689-6313 

s «^ ■ ■ 

The Advisory Comntiittee appointed by the Lake County R^egional Superin- 
tendent of Schools, William Thompson, is responsible for the development, 
evaluation and overall coordination of Lake County ^s Master Plan for 
Special Education. Other responsibilities include intert)reting State 
policy for special , education, planning future service delivery and 
policy for special education districts, and making recommendations to 
the superintendent • Meets quarterly, 

LAKE FOREST HOSPITAL 

660 Westmoreland,* Lake Forest, IL 60045 234-5600 

Do not provide primary diagnoses 'but will do lab tests on a physlciian^s 
request* They have an audiology department for Complete audlologlcal 
testing and a speech therapy pr^ogram for treatment, * ^ 

L AKE^McHENRY REGIONAL PROGRAM (LMRP) 

4440 Grand Avenue, Gurnee, IL 60031 623-0021 

Executive Director: Mary Budzik ' 
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Provides a variety of services to residents of Lake and McHenry 
counties under tik^^age of 21 Including: a parent-Infant educational 
program for the d^rly Identification and treatment of developmental ^ 
delays; dlagnbstlcjj^prvites such as audlologlcal, psychological, vision, 
and physical and occupational therapy; and a Regional Educational 
Materials and Information Service (REMIS) which gathers and disseminates 
''^^^ data for teachers, but may be used by parents- Interested In curricula 
\ and media ihaterlals. 
' \ 

THE LA^s/ INC . 

T^Q. Box 520, Llbertyvllle, IL 60048 362-4636 

A pr^ivate, non-profit organization providing seml-protectlve employ- 
ment and vocational training for community placement * for mildly and 
moderately deVelopmen tally disabled adults over the age of 18^ 
Re^sldeiVtlal facilities by Spring 1980 will accoainodate 37 moderately 
handicapped adults^and 113 mildly handicapped adults. 

THE LEARNING EXC Hi^NGE 

424 Lee Street, Evans ton, IL 60202 273-3383*^ 

V # 

Service group that m*Cches teachers, tutors, and students by phone 
so that they can exchange kt/owledge, learn skills, share Interests. 
' Over 2,500 different subjWts listed in the catalog. Yearly 
membership fees entitles one to unlimited use. 

' * . .. 

LITTLE C ITY FOUNDATION ^. 

P.O. Box 900, Palatine, IL 60067 358-5510 

Superintendent: Donald Becker 

Residential school for developmental ly disabled children 
and adults. At this time it Is only admitting children 
ages 6 to'^ 21 who are ambulatory. Offers a community social 
habllltation program for children and adults with disabilities ^ 
from Little City and from the community. 

LOW INCIDENCE COOPE RATIVE AGREE MENT (LICA ) ^ 
8257 Harrison Street, Niles, IL 60648 679-7950 

In addition to services to the blind and deaf children, provides 

an early intervention program for children from birth to three years old 

living in the Northern Suburban Special Education District (NSSED). 

LOYOLA UNIVE RSITY MEDICAL CENTER . 

2160 South First Avenue, Maywood, IL 60153 

Multiple services: 

(1) Perinatal Center for newborn children with critical troubles \ 
(such as prematurity and birth defects) and a program Whlctv ^ 
follows upV^ children who were In perinatal center. (531*^3499) . 
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(2) Epilepsy Clinic at the Specialty Pediatrics Clinic .* Hpld the - 
fourth Thursday of every month at 9 a.m. for children undet/16^ years , 
of age. General neurological exam, blood level tests ai;id folldw-up^. 

First visit $75, sliding fee scale and public aid accented. . , ^ 

apJ)oint'nients call: 531-3831. :* 

(3) Specialty clinics for scoliosis (curvature of the spine) and » . 
spina bif^id^. 

« ; / / . *. . . , ' ' . 

^RAN GENERAL HOS PITAL ' • ' , " • .. ' 

1775 I>empster, Park Ridge, IL ,60068 * 696-2210 



Multiple 'Services : ■ 

•(1) Perinatal Center Cor newborn children with critical troubles ] ^ . 

(such as prematurity and bi"rth defects) . 

(2) Developmental Abilities Service, Ambulatory Care Center, 1775 
Ballard Road, t'ark Ridge (696-5880), Dr. Pet^r DeVryer, Direct6r. 
Comprehensive multi-disciplinary testing and diagnosis center in- 
cluding treatment, therapies and counseling for children with 
developmental learning or behavioral problems. Fees: $200-600. 

(3) Genet 1^ Counseling, Dr. Carol Booth, 696-7700 • ^ 

MARKLUND HOME 

164 South Prairie, BLoomingdaLe, TL 60108 529-2871 

A private residential facility serving nonambula^ry children 
functioning at the severe and profound levels of retardation 
from birth through eighteen years, of age. ^-<^V 

• \ 
McHENRY cou nty ASSOCI^TI ON FOR RETARDED CITIZENS ^ V 

1005 McHenry Avenue, Woodstock, IL .60098 815-338-558A 

♦ i. 

Provides many different services to McHenry County residents., 
soitvB of which are availably to Lake County residents. A vocational 
evaluation center in Woodstock screens prospective adult clients 
for two r^ehabilitation workshops located in the county. , The 
association also sponsors a community living facility in Woodstock 
for twenty developmental ly disabled adults. The association offers 
respite care to.^ake and McHenry residents. 

McilEN RY -HOSPIT AL . 
McHenry, IL 6^0050 815-385-2200 

No specialized programs ^for the develppmental ly disabled. 

MKDI -CHECK INTKIW/VriQNAL FOUND ATION. INC . 

2640 Golf Road, Glenyiew, FL 60025 724-8280 

.. ' - r I . ■ » * 

Provides stalnlesj!j steel emergency medical ide^itlf icatlon neck tags, 
wrist bracelets and metal wallet cards for those with hidden meddcal 
problems (such as allergies to 'tnedicntions or seizures). 
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MERCY HOSPITAL AND MEDICAL C EMTER " ' » 

Stevenson Expressway ^T-^^^ Drive, Chicago, -IL 60616 

Pediatric-Child I)eveIo^|^ Clinic. Provides mUltidisciplinary .diagnosis 
and assessment for chlj|j^fen with epile^psy, mental retardation, cerebral 
palsy and other disorders'. Services Include: complete physical exami- 
. nation, patient and family counseling, ^psychological , occupational ; 
and physical therapy, speech therapy, and audiological . Slidlrfg fee scale 
aft4 green, card accepjied. For referral" to clinic call: Dr. Eappen, M.*D. 
■^.^^*5^575. . For mfire Information call: 567-2128. . 
■ ' * 

MESSIAH LUTHERAN CtfURCH ^ ^ ','.*. 

200 Ivanhoe Road, Wauconda, IL 60084 526-7161 ' 
1 . , - . . /' 

Provides special religious education. ' ^ 

MICHAEL R EESE HOSPITAL AND MEDICi^L CEN TER" 
2929 South Ellis, Chicago, IL 60616 

Several Pf ograrais : 

^ (1) Dy-»functioning Child Center (791-4230). Coordinates multi- 
disciplinary,- medical and educational e^valuations and treatment for - 
children'|inder 16. Complete evaluation requires about 3 weeks of 
• out-patien.t tbsting. Pollow-up treatment program available. 0-6 
month waiting list. Referrals must be made by professionj?l source 
Xschool, physician or social welfare ageticy, for example). Sliding 
^ee scale; green "clrd accepted. * 

(2) Neuromuscular Dtsabilities Program. Has four clinics: (a) ^ 
neuromuscular (such as cerebral palsy), (b)" ne^urocutoneous i^genetically- 
caused skin problems), (c) -spina bifida and (d) musculat dystrophy. 
In-patient facilities and outpatient treatment for consultation, ;*;' 
diagtiosi>6, evaluation and referral. Multidisciplinary evaluations ' 
focusing on nadical diagnosis. Open tO persons of all ages. Outpatient 
clinics run several time« a month. Sliding fee scale available. Green 
card accepted. 

(3) Siegel Institute for Coinmunlcative Disorders, 3033 i^outh Cottage 
, Groove Avenue, Chicago 60616 

Multidisciplinary diagnoses and evaluation' for children with speech 
and language impairment or delay, children demonstrating severe de- 
|\ velopmental delay with sensory disabilities, and hearing impaired due 
to a developmental disability. In addition to seeing, cotninunicative 
disorder expects chil'd is evaluated by others, including neurologist 
and occupational therapist^ Services available for person of any age. • , 
Sliding fee available. Green, card accepted. "7 " * 

(4) Mandel Dental Clinic. For appointments call: 791-2780.. 

Screens children from other Michael Reese programs and screens and' treats 
handicapped individuals in the outpatient clinic and in an operating 
room setting as deemad appropriate by the screening dentist. Full-time 
dental hygienist participates in oral hygiene and disease control in- 
struction with the handicapped and their guardians. 



MISERICORD lA NORTH . ' 

6300 Norb%.R^.dge Boulevard, Chicago, IL 60660' 973-6300 

Residential school for 69 devcflqpmentalljr disabled children ages 
2 to 18. "However, at this time children raustAe..«rtsaer , the age of 
12 to be admitted. Ctltld^ren must be ambulatory. 

■■ ■ - . v_ 

MORAINE ASSOCIATION . . • * , 

P.O. Box 341; Highland -Park,, IL 60035 433-3182 

Executive Director: Lee Kranig 

.. Community living facility for 2Q developmentally disabled adults 
who are employable' In community/ jobs. 

MOUNT SAINT J O SEPH 

Route 3, P.O. Bbx 365, Lake Zurich, IL 60047 438-5050 

Director: Sister Margaret Vogel I # 

Residential facility for 160 adult developmentally disabled 
• 'fefhales, 'ages 18 or over, % 

NA ;riONAL ASSOC CATION FOR fi'oWN'S SYNDROME (NADS ) . ' ' 

* P.O. Box 63, Oak Park, IL 60303 369-7739 ^. . 

Disseminates Information, seeks to develop the potentvlal of. 
persons with Down's Syndrome, and afiicourageB community acceptance^ 
research, and better programs. Publishes a newsletter and a 
selected list of references. , \ ^ 

NATIO NAL ASSOCIATION FOR ^RETARDED CITIZKWS (NARC ) 

*~P.O. Box 6109, 2709 Avenue E. East^ Arlington, TX 76011 



Promotes ' t\ie welfate of jientally retarded people and wotks for 
Improved care, treatment',, training, education, public education ' 
^and Integration of community and residential programs. .Provides 
"information arid materials. For news ofi the latest legislation And 
trends write to Governmental Affairs Office, NARC, Suite 516, 1522 
K Street N.W., Washing^xJn, D.C. 20005. . 

THE- NATIONAL EASTER SEAL ASSOCIAT ION FOR C RIPPLED CHILDREN AND ADULTS 
'^2023 West Ogden Avjpnue, Chicago, II 60^2 

Through its local chapters and centers provides direct service to 
handicapped individuals in programs such as camps, transportation 
services, equipment loan. Information, referral and follow-up, 
sheltered workshops and special education. AdvocateTJ for the 
handicapped thrpugh legislative activity, carries out public 
education programs and supports research. ' 
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NATIONAL FOUNPATION MARCH OF DIMES . 

" Metropolitan Chicago Chapter, 53 .West Jackson Boulevard, ' * 

Chicago, II 60604 341-1370 

Provides Information services and referrals to families .with , 
children who have birth defect9^,. Information ar# materials avail-. ^ 
able on ho>/ to prevent or minimize birth defects** Information 
, hotline telephone, number , 263-1200. , • . ^ 

NATIONA L FOUNDATION OF DENTISTRY FOR THE HANDICAPPED 

1726 Champa Street, Suite 422, Denver7 CO 80202 ' . 

Provide? InfonriiEitlon on the latest techniques in dentistry 

for the handicapped, lists dentists by state and com)Ti\inity ' : 

who serve the handicapped^ and provlxies materials for 

parents and professionals on proper dent aX care. 

. ' ' 

N ATIONAL SOCIETY FOR AUT ISTt C CHILDREN (NSAC ) 

^ • 169 Tampa Avenue, Albany, ^ NY 1220.8 515-489-7375 

National parents' organization provides publications, book lists, 
and information. NSAC's Information and Referral Service, 306 
31st Street, Huntington, WV 25702, phone 304-697-2638, * 

NO^m SHORE AS SOqiATION FOR RETj^RDED CITIZEN S ' 
2525 Church Street, ^van^tbti, IL 60201^ 869-6610 • 

. ■■ ■" V 

In addition to other ^programs provides two workshops for 
develop.neritally disabled adults and a community living 
facility. 

NORtH SHOKE H ELP LINE 

P.O, Box 1001, Highland Park, IL 160035 945-0670^ 

Hot line service for persons living in Deerfield and West 
DeerfleUl Townships in Lakfe County, phone 945-8822. ^ 

NOR TH, SUBURBAN. SELI^ HELP> CENTER . * ^ 

755 Laurel Lane^ Highland Park, IL 60035 433-4130 

Serves j^redomlnantiy Spanish-speaking persons from southern Lake 
County with services, such as English classes for non-English 
speaking persons, referrals to proper agencies, free or reduced 
cost medical help, transportation for medical, emergency appointments 
and Interpreters^^ The phone number Is a 24-hour emergency ,llne. 

' .. ^ ^ • 
NORJH SUBURBAN SYN AGOGul: BETH EL ^ ' 

1175 Sheridan Road-, Highland Park, IL 60035 432-8900 

« Pi^ovldes special religious education* 
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NORTHEAST ERN ILLINO IS SPECl^AL RECREATION AS S OCIATION (NISRA ) 

P.or^Box 706; .Wailkegan, IL 600^5 249-3000 ' ' . 

ProvJ.des special recreation progtaois- and activities^ 

; ■ "■ • ■ 

NORTHERN ILLINOIS CHAPTER'^ - AMERI CAN SOCIETY EOR PSYCHOPROPHYLAXIS 
IN OBSTE TRICS. INC. (LAM/feE )"* ~ ^ . 

P.Ov BDX 174, ilighland Park, IL 60035 433-5550 

^Vrovldes information oh > the Lamaze method of chirld delivery and 
lists , 'teachers of classes, in- different comnjutiltles . 

NORTHERN I LLINOIS SPECIAL RECREATION ASSOCIATION (NISRA ) , 

. IC. Crystal Lake Plaza, Crystal Lake, IL '60014 . ;^15-45^-(n37 
•■I ' ■ ■ , , ■ , 

Provides speqial recreation find activities. 

NORTHE RN. SUBURBAN S PECIAL EDUCATlOtI DISTRICT (NSSED ) 

760 Red Oak Lane', Highland Parlt,. Il 60035 ' 831*5100 

" Superintendent: Dr. Stanley T. Briapp|. , - 

Prgvide^s special education services to any student age 3 to 21 
who. lives in ^n area from Wilmetfe to Lake*Bluff, including 
tl^ aoul;he?istern portion of Lake County, and paift ?^f Cook County. 
SaB/ices provided include diagnostic, outreach, consultative, 
4 educational and support services for students* Services are 
provided ixi classroom of regular attendance centers and at a * 
^centrally located diagnostic center and school for; the moderately 
handicapped, Stratford School. • 

^ ^ ' • . * ' ' * ^ r 

NORTHERN SUayRBAN SPECIAL RECREATIOR ASSOCIATION (NSSRA ) / 
760^ Red Oak .Lane, Highland Park^ IL »60035 831-2450 . 

■ <» . *' 

Provides special recreation and activities. ^ 

I^ORTHWEST SUBURBAN AID FOR TH E RETAREHED / ' 

65 East Palatine Road, Wheeling, IL ^60090 54L-5250 

V ' . " ■ ' • • " ■ 

Runs a wotk activif ie« Rrogram for thdt developmentally disabled 
called Palwaukee Industries. For* Adults, 16 year^ and older* 

NORTHWESTERN SPECIAL kE CRE ATION. ASSOCIATION (NWSRA ) ' 

600 North Ridge, Arlington heights, IL ^0004 394-4948 

Doe^ rtot include any I^ke County Communiti,€^s but m^y be worthwhil 
for resident^^of soubhwesterh Lake County, if no other programs fli 
available. ' » 
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NORTHWEST ERN UNIVERSITY -7 FRANCES 'SEARLE BUILDING " • 

2299 Sheridan Road, Ex^anston, ^I^j- 602 0](. 

Provides clinical services in audiology and hearing impairment, 
phone 492-3165, and In speto and language, phone '492-5012, 
under the direction of the Cowmunicative Disorders Department! 

m 

NORTHWESTERN UNIVERSITY MEMORIAL HOSPITAL S 

303 East Superior Street',* Chicago, IL 60611 

Multiple^ services provided by several hospitals which make up 
^ the medicat complex. Two services are: Perinatal center for 

newborn children with critical trpubles (such as prematurity 
and birth defects) tbcated at the Prentice Women's hospital, 
649--7575, ahd Epilepsy Clinic -r provides ongoing physical, 
neurological and psychological treatment for persons Xi/ith 
» epilepsy. Contact Dr. Richard Rovner, 64b-7950. 

OPPORTUNI TY INC . , " . 

777 Central ;^venue. Highland Park, IL 60035 433-6300.H. 

President: John Cornell 

A not^for-pro corporation offering employment ^nd trainingl to * 
people sixteen years of age and \)lder who are developmentally 
disabled, emotionally disturbed, or physically handicapped. 
Handicapped and non-hand icapped employees work together in ^ ^ 
competitive work environn)eht to produce marketable product?^ 
at competitive prices. * ^ * * ' 

ORCHARD VILLAGE . . ^ ^ 

7670 Marmora .vSkokle, TL 60077 967-1800 

Executive Director: Bernard Saltzberg 

Community living facility and resj^ite care program for 42 deveibp- 
mentally disabled adults cffpable of employment in the community. 

9 

I 

PARE NTAL STRESS SERVfcES (CITIZENSL' CO MMITTEE. FOR CHILDREN AND PARENTS 
UNDER^T RESS) 

64 East Jackson Boulevard, Chicago, IL 60604 427-1161 

Provides a 24-hour hotline for parents and children pnder stress, phone*^ 
463-0390, an outreach program used to develop imjiortant relationships 
with troiibled parents, a referral service to community services and 
resources, and a group called Parents Anonymous where parents meet 
to help rpach solutions to common problems in a private ami infocmal 
atiftosphere^ I * . 

PARENTS' CAMPAIGN FpR HANDICAI'F'KI) CHILDREN AND YOUTH 
PiO: Box 1492, Washlngton/D.C. 200 J 3 

A national' center for Information otij handicapped children and 
I youth. . Publishes 'COMMON SENSE FROM CLOSER LOOK. 
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PATIENT PRESCRIPtTON^INFORMATION. INC. 

59A2 South Central Avenue, Chicago, IL 60638 582-1173 



A service product, designed to improve understanding of drugs and 

compliance in use of medications, is marketed by this company. 

For example, see page 57. , . ' '' 

, PEACOCK CAMP FOR CRUMPLED CHILDREN • ' 

509 Deep 'Lake Road, Lake Villa, IL 60046 . • 

,r ■ . p 

Providefif organized camping experience for physically handicapped 
children during the summer. Call 356-5201~Summer ; 356-3951~Winter . 

PRESBYTERIAN-ST. LUKE'S HOSPITAL 

1753 Vest Congress Parkway, Chicago, IL 60612 

Can provide complete diagnostic services through the Pediatrics Department • 
i^lso has Birth Defects Sdecial Treatment Center offering complete, coordi- ^\ 
nated, comprehensive, multidisciplinary care for child>ren with birth defects, 
• 942-6398. 

PRESIDENT'S COMMITTEE' ON EMPLOYMENT OF THE HANDICAPPED •• ' 

Washington, D.C. 20201 

Permanent presidential committee \^hich provides information ^nd' policy' 
''suggestions for the employment of Handicapped people* 

PAES [DENT'S COMMITTEE ON MENTAL ' RETARI^ATION . 
, Washington, D.C. 20201^ 

Permanent presidential committee which provides informatlAn and materials 
to the public and publishes a nj^slet^^er, P.C.M.R. NEWSBREyC, ^ 

RAy GRAHAM ASSOCIATION'S CAMP ST. FRANCIS 

2^6 West FulleVton Avenue, Addison, IL 60101 

Summer camp 'located in Libertyville and sponsored b^ the Ray Graham 
Association for children antl adults. Cdll James Husch at 325-3857. 

REGIONAL TRANSPORTATION AUTHORITY 

2504 Washington, Waukegan, IL 60085 

Provides a reduced fare program for handicapped \persons who apply for 
a traveler's catd-.. For, travel information call 800-972-7000. For infor- 
mation on reduced fares write to the Reduced Fare Program, Regional 
Transportation Authority,, P.O. Box 3858, Chicago, IL 60654. 

RF^HABIUITATION INSTITUTE OF CHICAGO 

345 East Superior Street, Chicago, IL 60611. 649'-6000 



Devoted' entirely to J^he rehabilitation of phys:|.cally disabled persons 
of nil agbs. 
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RIVERSIDE FOUNDATION 

Route 1,.P,0, Box 158 Mundeleln, XL 60060 63A-3973 
Executive Director: • Pete Mul^ 

An Intermediate care facllH:y for developmentally disabled adults 

ages ''is and over. Admission Is open to ambulatory persons* Vocational 

programs available from community workahops* 

' u ' 

ROCKFORD MEMORIAL HOSPITAL ' . , - ' 

2A00 North Rockton Avenue' Rockford, IL 61101 815-968-6861 • 

Has perinatal center for newborn children witji critfcal troubles 
(such as birth; defects and prematurity). 1 ° 

SAI NT ANDREW'S LUTHERAN CHURCH 

10 South Lake Street, Mutdelein, IL 60,060 '566-8081 

Provides special religious education, *\ 

SALNI^ COLETTA 

^ Jefferson, Wt V53549 414-67A-A330 » ^. 

Administrator: Sister Mary Sheila , 

Facilities include residential school for developmentally disabled 
, children ages 6 to 21, a training center for disabled *young adults 
with vocational training and on-the-job experience, residential 
facilities and sheltered employment for adults. 

SAINT DISMAS CHURCH ^ / 
2600 S^mset Avenue, Waukogan, IL 60085 2AA-9511 

Provides sporlal rollj^'.ious education. '. ^ 

SAINT .lOSElMI CHURCH — LI BERTYVtLLE 

130 HurlbcTt Court, Llbcrtyvllle, IL 60048 362-5797 

Provides «pccial religious education, 

SAINT JQSEIMI CHURCH— ROUND LAKE ■ • ' 

llA Nortb Lincoln Avenue, Round Lfine, IL 60073 566-3610 

Provider, clmrcli services for the <\vi\l every Sunday. 

SAi rr MARY'S CHURCH— nUI-l'ALQ GRO VE • • 

75 North Buffalo Grove Road, Buffalo Grove, IL 60090 

Provides ippeclal religious education. 

SAINT MARY'S ClIU RCIIr-LAKE KORl'lS T ^ 

I 75 Kant fl I Inols Road, Lake Korest, IL6p045 234-0205 

ProvldeB .special rej IglouB education. ' ■ • . 
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SAINT THERESE HOSPITAI. ' ''W'X 

2615 Washington, Waukegah 6008^"^' 688^5800 

No specialized prograniis for the developmentally disabled. 

SANTA MARIA DEL POPQLO . 

126 North Lake Street, Muldelein, IL 60060 566-7340 

Provides special religious education. i 



SCHWAB REHABILITATION HOSPITAL 

1401 South California Avenue, Chicago, IL 60608 

Provides rehabilitation programs for physically handicapped children 
ipnd adult?, specializing in diseaoee of the nervous, muscular and 
ftke^^etal systems (such. as cerebral palsy). ' * * 

SELF-HELP DEVELOPMENT INSTITUTE , ' ' 

Center for Urban Affairs, Northwestern University, Evanstoh, IL 60201 
492-3395 

1 ' 

Director: Dr. Leonard Borman ' ' 

•"The Institute grew out of efforts to identify, study and assist self-help, 
mutual'aid and human support groups in such fields as health, mental health, 
.education, and. economic and community development. The Institute has five 
facets: research, education and' training, workshops, policy studies, and a 
clearinghouse for publications and coordination of activities. ^ The Epilepsy 
Self-Help Group Workshop publisher a quarterly^newslet ter through the Institute 
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SHRINER'S CRIPPLED CHILDREN'S HOSPITAL 

. 2211 North Oak Park Avenue, Chicago, IL 60635 

4 

Provide free „ and out-pa tieut care to childreri under the age of 16, 
who have physical disabilities and handicaps, no matter what their mental' 
abllitieB are. Many of the patients served are post-operative cases who 
need therapy and constant medical attention, 622-5400. National office of 
the, Shriner's is at 323 North Michigan Avenue, Chicago, IL 60601, 346-8323. 

SOCIAL SV^CURITY ADMIN USTRATt ON 

2500 West Grand Avenue, Waukegan, IL 60085 244-5050 

Assists persnns applying for social sqcurity benefits, including Medicare 
and Supplcmentsal Security Income. Answers questions on social security . 

SOCIETY FOR THE PROTECTION OF THE UNBORN THROUGH NUTRITION (SPUN) 
17 North Wabash Street, Chicago, IL 60602 332-233A 

Provides Information and educational materials on prenatal nutrition and 
provides prenatal nutrition training. 
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SPECIAL EDUCATION DISTRICT OF LAKE COUNTY (SEDOL) 

AAAO Grand Avenue, Gurnee, IL 60031 623-0021 , 

Superintendent: L.D. Vutllemot 

Provides special education services to any student age 3 to 21 who lives. 
In northern, central and southwestern Lake County. Services, provided * 
Include diagnostic, outreach, consultative educational and support services 
for students. Services are provided In classrooms of regular attendance, 
centers and at a centrally, located diagnostic center and school for the 
moderately retarded, Laremont School. 

SUBREGION 7 DEVELOPMENTAL DISABILITIES SERVICES. ACT (DDSA) PLANNING COMMITTEE '^ 
. 188 South Northwest Highway, tary, IL 60013 639-0061 * 

Contact: Mark Mayo 

Organized for the purpose of developing a comprehensive plan for services 
to the de^velopmentally disabled In Subreglon 7 of the Department of Mental 
Health and Developmental Disabilities, which Includes Lake County. At 
times, subgroups form to concentrate on certain Issues, such as the Lake 
County DDSA Committee. ^ 

TRINITY COLLEGE ' ' ' , ' 

2045 Half Day Road, Deerfleld, IL 9A5-6700 

• 

A-year private college. 'Offers courses In special eeWfcatlon along, with the 
degree program in elementary education; gradb^tes then apply directly to 
the State for certification in teaching special education . In addition to 
enrolling in the regular degree program, personb can take one. or. more 
courses either for credit or by auditing. Types of courses offered are: 
characteristiote of children with learning disabilities, psychology of 
exceptional children, education of children' with learning disabilities, 
diagnostic testing for learning disabilities, tests and measurements, 
student teaching for special education. Students enrolled ii^ these 
courses might also be available as babysitters or companions. 
^ " ■ :i 

UNITED CEREBRAL PALSY OF t;REATER CHICAGO 

343 South Dearbofn Street, Room 1810, Chicago, IL 6060A ^ll-lllf^ 

■ Provides programs in leisure and self-expressions, a day camp in 
Gurnee and educational and therapy facilities for children. Will 
provide information and selected reading. National office: United 
Cerebral Palsy Associations, Inc.,- 66 East 2Ath Street, New York, 
New York 10016, . phone .212-889-6655. 

UNITED WAY, OF LAKE COUNTY. INC. 

Room 201, Belvidere Office Plaza, 2835 Belvidejre Street, Waukegan, IL 60085 
662-3580 

■ , 

" A voluntary association of Individuals, private and public agencies, civic' 
and professional organizations, and others for the purpose of uniting and 
■ coordinating agencies or groups intereslfed In or providing educational, 
health, recreational, and Hoclal welfart services. Is a major source f|r 
funding, policy planning, and progpam Review In the county. . 
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UNIVERSITY OF ILLINOIS HOSPITALS ) • . ' 

840 Soilth Wood, Chicago, IL 60612 ' ^ 

Conglomeration of hospitals and specialty clinics which are not 
necessarily interrelated or coordinated. CompiU^te medical diagnoses 
can be handled by the Pediatric Clinic, 996-7Alt. The Neurological 
Clinic conducts a comprehensive program for person^ with epilepsy under 
the age of 21, 996-6A96/ For information on any of the specialty clinics, • 
996-6816, ' ^ , V 

VETERAN'S ADMINISTRATION HOSPITAL 

Buckley Road, North Chicago^ IL 6006A 689-1900 •* 

No specialized programs for the d^velopmentally disabled. 

VICTORY MEMORIAL HOSPITAL ' . . 

1^24 N. Sheridan, Waukegan, IL 60085 688-3000 ' ^. 

No specialized programs for the developmentally disabled. 

WAUKEGAN COMMUNITY UNIT SCHOOL DISTRICT //j60 ~ SPECIAL EDUCATION SERVICES 
1201 Norbh Sheridan Road^ Waukegan, IL, 60085 3^6-3100, ext. A3A 

Director of Special Education.: William ^S. Vlckers. 

Provides special education services to any student age 3 to 21 who lives 
in Waukegan Community Unit School District #60 • Services provided include 
diagnostic, outreach, consultative educational and support services for students 
Services are provided in classrooms of all the district schools and at a 
centrally located diagnostic center and schqol, the Lincoln Center.^ 

WAUKEGAN DEVELOPMENTAL CENTER ^ • . 

Dugdale Circle, Waukegan, IL 60085 2A9-0600 , ^ 

Superintendent: Patrick SaOnders ' ' 

A state * residential f^ility for ambulatory severely and profoundly retarded 
children and adults, "om age six on. Provides full range of education, 
training, lining ami care programs. Llbra^ry is available far use by any * 
Illinois resident . Resident chaplain. Reverend Darryl Anderson provides 
special religious education for residents and any development ally disabled 
persons and their families in the community.. . » 

WYLER^S CHILDREN'S HOSPITAL OF THE UNIVERSITY , OF CHICAGO 
950 East 59th Street, Chicago, IL 60637 

Multiple aervicos: (I) Pediatric epilepsy clinic for children provides 
ongoing treatment of epilepsy by coordinating medical and educational 
treatment, 94 7-^6225. 

(2) Diagnostic Clinic for Infants and Children, 9A7-62A8.- 

(3) Complete medical, , educational and psychological evaluations 
performed, 9A7-1000. 
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YMCA — BUEHLER ^ ' . 

^ Northwest flighway and Countryside Drive, Palatine, IL 60067 . 

YMCA ^- LEANING TOWER 

6300 Touhy ' Avenue ,Niles, IL 60648 

YMCA — NOflrH SUBURBA N , , . , 

2705 Techny RoaJ7. Nor thb rook, IL 60062 

YMCA — NORTHWEST SUBURBAN l 
300 Northwest Highway, Des&Plaines, IL 60016 

♦» * 

All q,f the above YMGA^s are located near ^Lake County and have special 
classes and programs for; the developmien tally disabled. 

OTHER YMCA and YWCA 

• YMCA of Greater Lake County — South Genessee Street Branch ^ 
655 South Gemeqee Street, Waukegan, XL 60085 

YMCA, of Greater Lake" County — Central Branch 
204 North County Street, Waukegan, IL 60085 

. ' ■ \ 

YMCA ~ Central Lake Family ^ 

424 North Prospeqt, Mundelein, iL 60060 ^ ' 

YWCA — Waukegan , ' . ■ ' 

445 North Genesee, Waukegan, IU|60085 

« 

YWCA — Lake-Cook ^ 

755 Laurel Avenue, Highland Park, IL 60035 

All of the above have no special programs for the developjnen tally disabled 
but would accept them Into their regular progtamming/ 

YOUTH AND FAMILY COUNSEL! N(; ' ^• 

1125 North Milwaukee Avenue, Llbertyville, IL 60048 362-5991 

Counseling by qualified psychiiitric social workers and psychMagists to 
individuals and families concerning parent-chUd; marriage, and individual 
. problems Availiible to residents of Ela, Fremont, Llbertyville, and Vemor 
Townships in Lake County, 

ZION-BENTON (AMERICAN INTERNATIONAL) HOSPITAL 
Shiloh Blvd., Zlon, IL 60099 872-4561 

No specialized programs for the deve lopmentally disabled. 
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abscesses* 138 

abVence seizures 158 

academic skills 26,30,50,137,143,170 

Academy of Dentistry for the 

Handicapped 59 ^ 
access to records 127 
accessibility (see architectural 

barriers, home design) 
accidents. 94,96,143,158 
accountability 51,125 
accuracy of. records 127 
activity therapy t (therapy, programs) 

17,46,4^ 
acupuncture y.61 

adaptive behavior 137 , 143 ,149 , 171 
administrative staff 21 ^ 
administrators 20 , 107 , 110 
adqtission requirements (policies) 37, 

38,39 . ^ 

adolescence (adolescents) 30,36,76,102, 

105,137,156 
adult family home program 49 
advisory boards (see policy boards) 
advocacy (advocates) 41, 109,110, 

115,118,122,124^34,173,176 
Advocates for the Handicapped 115 
affirmative action * 41,128 
affirmative industry 42,123 
AFL^CIO 42,44 
age appropriate 29,31 
airlines, 129 
alcohol ^91 
allergies 56 ,39 

American Association* on Mental Deficiency 

107,144,175,178,184 
American Dental Association 58 
American Federation of Labor and .Congress 

of Industrial Organizations 42,44 
American International Hospital (see 

also hospitals) 56 ' C 
Americarr Medical Association 151 
American Society for Psychoprophylaxis 

in Obstetrics 92 
American Speech and Hearing Associ^ition 64 
Ames, Louise Bates 105 
amniocentesis 88,89,96,140 
amnlography 90 * 
Amtrak. 129 

anesthetic 93,142 ♦ 



anger 71 , " * 

anoxia 152 ^ ; 

antibodies 142 . 
anti-convuliant drugs 56,160 
antiepil^ptic drugs 160 
a^itihistamlnes ^ 
Apgar^ Virginia 149 
application forms 14 
ARC 116 ^ . ^ 
architectural barriers 106,115, 

129-130,177 
articulation 63 
arts (see crafts)- 

ASHA 64 ' , ^ 
asphyxia 142 

assessment 7,26, 3.8 , 39 , 143 
ataxic (ataxia) 67^152,153 
athetoid (athetosis) 66,152,153,156 
attention-getting 29 ^ * 

attention span 100 

audiology (audipgi^dfn) 15,^,48,^483 
aura 159 

autism 56,65,115,116,156,162-169,170^ 
171 

automobile insurance 129 , - 
Azrin, Nathan H. 102,105 f 

B 

babbling sounds 99,100,146,164 . 
babies (see infancy) 

baby-sitting (baby-nlttfirs) 24,72^79,80, 

111,112 
barbituates 58 
bargaining 1% " 
Barn^rd^ Kathryi\ E. 149 
bathingVsee home. 'design, developmental 

activitj.es) 
bAth):«'oins (see home design) . 
%e5;1k-; Joan 149 

blkhavior management (modification) 46,47, 

48,69,167,168 
behavioral problems 153,166 
Bettelh'eim, Bruno 162,167 
biases (see also objectivity) 119 | 
Biklen, Douglas 122 

Bilingual Individualized *rogrimi Assess- 
ment In Spanish 182 ^ 
bills (legislation) 133 
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biochemical disorders 87,88 
biofeedback 161 
BIPAS 182 

birth (see childbirth) 

birth .certifi<43te 83 

birth control 127 ' 

birth' defects 93,95 ^ 

Bliss symbols 61 

Blue Cross-Blue Shield 82 

boards (see policy boards) 

Bolles, Richard Nelson 44 

bdnditi]^ 164 

books 27^,103,134 

Boyd, Neva L. 104 ' . 

brain defect (damage, tumors) 

^9, 142\ 148, 154, 155, 156, 158, 

159,168 ^ , * 

Brazelton, T. Berry 95 
bruxlsm 57 ' • 

B. Sc* 16 " 
Buck, Pearl S. 149 
budgeting, program 120 
Bureau of Education for the Handicapped 

174 

burn ouf 112 
by-laws (122 



camps 18,76,77,115 > 
Caplan, Frank 105 
cardiologist 11 
caries (cavities) 59 
Carter, rSylvla E. 122 
Cary, Jane Randolph 105,155 ' 
case coordinator 7 
cast 13 <, 
CAT scan 159 

categorical definitions (see terminology) 
Catholic Charities 79 
Catftell intelligence te^t 143,144 
causation 1,313- 143u'52 , l57 , 158 , 162 , 163 
CCHC 114 . 
CEC 23 

Center for Enriched Living 77 
cerebral palsy 26,52,56,65,66,67, 

68,8^1,115,143; 152-156,170,171 
cm '39,79 , 
chambers of coqunerce 42 
Chapman, Lorraine, 117 
chemotherapy 159 
chewing 65,66 

Chicago Horticultural Society 77 



chicken pox 143 *^ 
CHILD 113 

child care (see^^also day care, 

baby-sitting, respite care) 79-8Q 
child devel'opm*ent 24,95 
child group homes 47 
childbirth 92,93,142,143 
childhood illnesses (see diseases) < 
■< childhood psychosis 171 
Children's Bureau 94,96,176 
chores (see family ^'routines) 
Christmas 45 

chromosomal disorders 88,139,140,141, 
147 

cigarette smoking 91 < ' 

citizenship 138 (see also rights) 
<:ivil service 42 

classification (see terminology, labels) 
classroom activities (see ' cjt^(rricula) 
cleanliness (see health habits) 
clergy 42,71,7^3 (see also ^special 

religious education) 
^.Clinic La Prairie 148 . 
^crinics 7;8, 16, 27, 55, 59, 60, 63^,73, 83, | 

108,118,125,146,159,165 
clothing 14,17,99,103,105,1^1 
cognitive 14 

coonmissiond (see poH.cy boards) 
commitment^ 99,112,119 
communication 35,60,61,64,100,102,137, 
144,153,154,162,16J,167 (see also 
speech and language) 
community acceptance (attitudes) 5Q,51, 
, 122,132,173,179 
community-based services (settings) 48, 

131,134,173, 177,178,179,181,192 
community development block grant 121 
Community Health Nursing Services 80 
^ community living facilities 31,48,50, 
51,117,121,181^' 
commurfifey resources (see service 

organizatio'r?fe) 
community programs 123 
community services 79-81, 131 
companionship 79-80 (see also social 
skilAs) 

competitive employment j^see employment) 
complaints 109 (see also grievances) 
compliance jL09 , 

Comprehensive Employment and Training 

Ac*. 39,79 
comprehensive services (see service 
network) 
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Computerized Axial Tomographic Scan 
' \^ 159 

conceptual skills 28 

Concerned Help i,n Learning Development 
^113 

Condell ,Memorial Hospital 56 (see also 

hpspitals) 
confidentiality 127 
\' congenital bone defects 87 
^^^_>6ohnection 79 ' 

conservator of the estate 84 
V conservator of the t>erson 84 

Consultation 24 ' ^ 
continuum of care 174 
convulsion* (see seizure) 
cooking 105 (see also mealtimes). 
Coordinating Council for Handicapped 
Children. 107 , 110 , 114 , 122., 126 ,129^ 
^130,131,134 

coordination (sae motor abilities) 
'Copeland, James 167 
Cornell, John-^J. 117 

Council for Exceptional Children 23,175 
counse 1 ing 1 5 , 24 , 36 , 38 , 39 , 50 , 59 7 1 , 73 , 
79, 87, 8^, 108, 109, 115, 118, 131, 15# ^ 
mtryslde Center for the Handicapped 



r9 J81 



#9 

^fcurt-appointed guardians. 84,85 
Coxon, Margaret 78 
crafts 17,30,76,114 
credi\)llity 119 ' f 

credit cards (see* rights) 
crisis J^ntervention 48,72,79,80 " 
criterion-referenced measurement 14 
criticism ^1 . 
cures 147 

curricula (curriculum) 28,29,51,99,107, 
*12Q,167,180,182 . ^ 

Curry-Rood, ^Lee^ 122 ' ^ 

D ' , 

daily iife/Stterns (see family 

routines) F / 
dally llvAi/ skills 40 

Daughters bl ^t. Mary of Providence 181 

day camps (see camps, recreation) 

day care 24,27,47,107,108,121 

day training programs (day schools) 35, 

,41,42,46,107,114,118 

deafness (see hearing problems) 

decil5ton making ll9 



definitions (see labels, termtnolqgy) 
de la Cruz, Felix F. 150 
delivery (see childbirth) * 
denial 71 . . 

dental bygiene (care) 13,66 
dentist (dentgl services) 13,46,55, 

57-59,66 
depression 71 
dermatologist 11 ^ 
Des Jardins, Charlotte 122 
detection (see 'diagnosis) 
developmental activities^ (skills, 

processes, tasks) 8,12,15,16,27,37, 

50,75,95,99-102;i05,l06,137,l43,l44, ' 

156,164,170,182 
developmental delay 24,26,145 
Dpvelopmental Disabilities ,Servic„es and 

Facilities Construction Act 170,175 
developmental milestones (stages) 12, 

99,105,143,145^,146 ^ . . 

pevelopmentally Disabled Assistance end 

Bill of Rights Act 176,179 
diabetes 56,87*90 

•diagnosis 7,9,10,24,25,26,118,143,145, 

150,^51,154,159,165, 166',183 . 
Dickman, Irving ft. 52 
diet (see nutrition) 
Dilantin 56,57,65 
diptheria 93,94,158 
diplegia 153 
director 20,109,125 

directory information (in school reicords) 
127*. ^ ' M ' 

disability, de^finltion o^ 171 
discipline 15,102,129 . . . ' 

discouragement 102 (see also frustratipn) 
discrimination 37,127,120,177 * ' , 

. diseases 91 ,92 ,93 , 94 , 95 , 142 ; 143 , 149 , 

152,163 , 
distortion errors 63 
documentation (see records) 
Doman-Delacatto me thod 148.155,156 
Doman, Glenn 155,156 
dominant genes 139 
donations (see fund raising) 
Down's Developmetital Coundel 112,114,125 
Down^s Syndrome fo ,29 ,65 ,67 ,88 , 114 , 

115, 116, 122, 140, 141, 145, 149, 15Q 
Down's Syndrome Congress 115,151 * 
DPT 94 

dressing (see also clothing, developmental 
activities) 17, 291,33, 101, 102, 103, 137, . 
149,156,183 
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driver's license 128/12^ 
DRS.39 ^ *^ 

d^ug therapy 159,160 "1 
drugs (see medi9ation) 
D.S.W. 1^ 

due process hearing 108, 110 , 12?, 126 
DuRand, Lance and John 123 
DVR 39 



early childhood (see pres^chool, 

primary school) f 
eiarly intervention 24,25,26,45,47,55, 

99,118^143,146,150,1^3 , 
Easter Seal Society (see National 

Easter Seal Society for Crippled * 

Children and Adults) 
eating (see nutrl^tion, mealtimes, 

developmental activities) 
echolalia 162,165 ^ 
educatiofi (see special education) 
Education 'for All Hartdicapped Children 

Act 124,174 
EEC 159 . 
EFA 115,161 
EFNEP 69 . , 

electrical outlets (see home design) 
electroencephalogram 159 
elevated seats (see home design)* 
embryo 140 \ 
emergency (see crisis interventispn) 
emergency medical information >\ 

identification '56 
emotional development (problems) 41\ 

106,153,156,167,169 
employers 39,40,41,42,128,130 
employment (see aXsb jobs^ work) 18, \ 

36, 38, 39. 40. 41, <^2, 44, 48, 106, 108, 

117,121,128,176 
enamel hypoplasia 57 
encephalitis 143 
endocrinologist 11 
epilepsy 56,65,81,115,116,143.156, 

137-161, b70, 171 yi78 
Epilepsy Foundation of America* Csee also 

Illinois Epilepsy^As'sociatiqn) 56,79, llf 

l'i6,160,161 



equal protectlop (spe aldo discrimination 
^ rights) 138 



equipment (see specii)l equipment) ^ 
Erickson, Majrcene L. 149 # 
essential epilepsy 158 * 
evaluation (general, diagnostic) 36,39, 

108,127,171,179 
evaluation, educational 7,14,19,38 
evaluation, Medical 7,8,87' 
evaluatipn, multidisciplinAry 7,124,165, 

166,183' 
evaluation;: program 27,52,120 
evaluation', psycljological 7,9,24,125 , 
evaluation, vocational 39 * * • 

Evanston Hospital (see also hospitals) 

* 87,93 ^ * 
everyday activities (see family ' routines) 
exclusionary procedures (see discrimination) 
executive br'anch (federal) 176 

exercise (see also games, leisure, ^, 

recreation) 67 ,75,88,92,100;i07 
Expanded Food and Nutrition Education 

Program 69 . ^ ^ , ^ 

exp'ectations (see also developmental 

activities) 99,102 
explanations (see iilso discipline) 102 
expressive .function^' 15 
expressive language 61,170 t 
eyeglasses (see vision, special equipment) 

* F 

failure (see also frustration) 102 

Fair Labor Standards 36 

family activities (see also games, 

leisure, recreatiyon, Tamily routines) 
. 75,76 

family counseling (see also counseling) ^ r 
71-74 1^ . . - \ 

family doc toi* 7 , 16 , 55 , 67 ,68 , 71 , 73 , 75 , . 
81,83,96,108,109,118,146,151,156 

fatnily history (see history, developmental) 

family relationships 14 

fariVlly rou'tines '61,71',99,100,102,103,105, 
106,156 

family support vinit 39^9,00,121,181 
federal (see also listings under U.S.) , 
Federal AVchi tectural B|i||^ers Act 130 
federal gov)ernment contracts 41 
federal government funds 76,121 
federal governtiveht programs 42,174-177 
'Federal Rehabilitation Act 130 . , ^ 
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feedback 119 < ^ 

fee'dlng (see mealClmes, nutrition, - 
developmental .activities) 

Feely, Mary 74 . 

Feingold diet 68,69,148 

fetoscopy 90 ' * 

V fetus 88,69,90,91,92,142 
# ^ever 158 

FHR 77 

PICA taxes 82 " 

field trips (see recreation) 

finances 8,14,39.50,51.73,76, 

82>66.148 * 
financial aid 130,179 
fine motor coordination (skills) 

(see also motor fibilities) 101.153' 

finger- f6ods \01 
finger spelling 61 
Finnie. Nancie R. 155.156 
Flood, Robert A. 181,182 
/flossing 58,66 
fluoride 58 , 
follow-up services ( follow* along 
programs)' 36, 39.1 1#, 181 
food (see mealtime, nutrition) 
food Stamps 175 ^ 
foster homes 46.149 
foster training program 47 
Foxx. Richard M. 102,105 
freedom of choice -99 ' 
Kreshcell therapy 148 
Friends of Handicapped Riders 77 
friendships (see social skills) 

frustration 16, 71 .72 -^73^102 

fund raising (funding*) 42.49.51.111. 
112.113.115.120.121.122.123.132.173 
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games 18 .28 ,31 .63 . 66 , 67 . 75 . 100 . 104 . 

105.106.146.147,164,168 
gardening (see hobbies. Chicago 

Horticultural Society) 
gastroenterologist 11 
getieralized seizures 158 
genes 9^.138.139,147 
genetic counseling 74.87,88,95.96.1169 
■ geneticist 8A 
German measleA (see Rubella) 
Gesell Institute 105 

gestures (see also ^ oitmunication) 15.61 
gifts 16 
^ gingival hyperplasia 57 



Glenkirk Association for the Retarded . 

51.55.62,65.80,180,181 
goals 125.179 , * / 
Gold, M^rc 40 
Gold, Phyllis 167 : 
Goldenson, Robert, M. J.05 . 
Good Shepherd Hospital (see also ^ % 

hospitals), 56 
Gordon, Sol 155.156 ' , \ ' 

governing boards (siee policy boards) 

governmental offices 108 

governmental regulations 21,123,128 

governor's advisory council on develi^p- 
, mental disabilities 42,179 

^ab bar8'^'(8ee home design) 

graduation 31.39,41 

grammar (see language) 

grand mal seizures 158 

grants (see fund raising) 

grasping 16,^6-67 

Gray, Mary- Z. 183 

Greenfeld, Josl}, 168 

grievance (see also, complaints) 125 , 
grieving process 71-72 
grooming (see heaj.th habits, develop- 
mental activities) 

gross motor coordination (^skills) (see 
^Iso motor abilities) 16,28,153 
-^Grossman. Herbert J. 149 

group homes, (see child grpup homes) , 

group identity 28 • 

group membership (see al8o4|arent 

organizations) 111.112 
Grove School 114,180.184 
♦guardj-anships 83,84.85.127.128 
girard-raij_8 (see home design) 
guidance counseling, (see counseling) 
guilt 71 / 
gum disease (see periodontal disease) 
gynecologist 11 ^ ♦ 

habilitatioti programs 46.47.48,64,103, 

175.181 . 
hand coordination 16.66-67 
Hartley. Ruth E. 105 
Haynes. Ralph 177 
head Injuries 157.158 
Head Start 26.122 
irtoHead Start Center Committee. 114 
'•^" health care seirvices 55-69,127,128.130 
175 

health habits 34,36,69,88,95)1^4 " 
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health insurance 8,82 
Health Systeins Agency 121 
hearing!? -mieetings (see due process 

hearing) ^ 
hearing aids (see "^special equipment) 
Hearing Impaired, SEDOL 113 
hearing of fleer 125,126 
hearing problems (see also audiology) 

63-64,127,146,153,183 
hearing therapist (specialist^ 15,48 
Heitman, Carol 64 
hematploglst 11 * ^ 
hemiplegia 153 
heredity 8,87,88,152 

high bloQd pressure, 87 . ^ 

high risk thothers 93 ' ' - 

Highland Park Hospital (see also 

hospitals) 56 ' ' > ■ 

history, developmental (health family) 

8,12,13,73,87,96,165 - ^ ' 
hobbies 19,30,33,75,77,78 
home design 99,103,104,105,106,155 
homfe - health aide .Services (see^home- 

m^kftr/home - health aUdsf) 
Home Health Services 80 
home intervention and training program 

47,182 V ^ 

home visit 24, 25i80, 118 
homemaker/home - health aides 80 
rtorrobin, J* ♦Margaret 149 ^ 
horsebaqk tiding (see Friends of 

Handicapped Riders) 
hospitals (hospitalization) 7,^,12,16, 

45,47,56,64,80,87,90,9^,93,103 A04, < 

108,125,127,129,159,165 
hotline 72,79 

household chores (see family r^outine) 
housekeeping (siee homemaker/home - v 

health aides) 
housing 14,83,106 

Human Services for Lake' County People 
Hunt, Nigel 150 ' 
hygiehe 30,183 
hyperactivity 68,148,156 
hypothyroidism 93,147 \ ^ 



ICF/DD 48 

identification (see diagnosis) 
idiopathic epilepsy 158 



79 



. lEP 14,124;,125,126 , , 

.'Ilg, Francee 105 
Illinois Alliance for Exceptional/ 

Children and Ad'ul^ts 116 
Illinois Association for l^etardJK 

Citi^ns (see also National Associa- 
tion tor Retarded ditizenls) 40,51, ^ 

^2',77,'«2, 92, 107, 113,116, 117 
Illinois Board of Vocational 

Rehabilitation 179 
Xllinois Department of, Children and 

Family Services 27,107 ^ 
Illinois 1)epartment of Met)tal Health 

and Developmental Disabilities 24, 

45 ,46%49, 51 ,^52, 121, 123, 130, 134, 179 
Illinois Department of Rehabilitation 

Services 39 - 
Illinois Department of Vocational 

Rehabilitation 39,13i 
Illinois Department of Welfare 27 
Illinois Developmental Disabilities 

Advocacy Atithority 134 
Illinois Epilepsy Association (see 

also Epilepsy FouTlida|:ion of America) 

113,116 

^Illinpis facilities for the Handicapped 
Act 130 

Illinois Fair Employment Priictices 

Commission 128 , " *^ ^ 

Illipois Governor's Planning Council 
on Developmental Disabilities 1,34, 
166,179 ' ^ 

vlllinois Health Facilities Authority 
121 . ' ' ' 

Illinois Institute for DevelopmQ?4tal . 

Disabilities 63,178,179 
Illinois Masonic Hospital' 59 
Illinois Mental Health Codfe 129 
Illinois Office of Education 46,^109, 

125,126^127,166,179 
Illinois Regional Resource Center 126 
Illinois secretary of State 128 
Illinois Society f6r Autistic Children, 
(see also National Society fbr 
Autistic Children) 116,166 
Illinois State Pediatric Institute 
(see Illinois Institute for Develop- 
mental Disabilities) | 
illnesses (see disease^) 
imitation aIOO',14 
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immunizations 12,92,93,96,142,158 
♦immunosi^ppressiv^' drugs 58 ' 
impairmViiit (see disability) " * 

inappropriate |>ehigivlor (see soci/sil 

skills) 
income maintenance 82f / 
^ income/tax return 83 . 
ifidepAidence 17,21,50,31,41,48,50,81, 
103, 1B8, 154, 155 
^ indepe/ident living 31,36,48,49,79,106,. 

' 170 y ^ " ^ 

indiyldual care grant program 130 
individualized educational^ program 14^ 
. I9,24,27,28,33r^rl24-126 
; ^tnfancy 95,99,100^05,106,114,137,147,149 
infections (f^ee diseases) 
•'^iJiiformed consent 428 



Joint Commission on Accreditations 

of Hospitals 179 
Judicial branch (federal) 176,177 
Junior League of Spartanburg 105 



Kanner, Leo 162,163,164,183 
Ketogenic diet 161 
Killllea, Marie 155,156 
kitchen (see home design) 
Klein, Gerija 150 < 
Klingberg, Irene^eO 
Kllngberg^ Residential School 
Klinger, Judith Lannefeld 106 
kneeling (see-^ also developmental 
activities) 100 ' 



180 



in-home services (care) (see also home visit) "^^^^^ Richard 150 



4*7,80 

institute for Juvenile Research 24 
Institutes -fq((r* the Achievement^of 



Human ^otdntVal 155,156 
jnstit\it*ioit»^-^see residential ^facilioles) 
institutionalization 47 
instruction (see eu^ficula) * 
insurance (see automobfle insurance, 
health Insurance, life insurance) 
. intlfke worker 8. 

intellectual developt^nt (see mental 
development) 
intieraction (see social skills, socialit 
• zation) |^ 
Intermediate Care Facility for the 
Devel<2pinentally'*Disabled. 46 ,48 , 12f 1 , 
181 ' 
*; Internal Revenue Service 130^ ^ 
O^^nterpreters (see also tiranslators) 108, 
127,128^ \ 
iQ tests (see al§^6 evaluation psycholo- 
.'A ?ical) 137,144,162,171 * 

eardt^j'eah-Marc-Gaspard 162,168 



'jargon 9,11 
j^ewJLsH 32 ,v 
job i»erfonnano,p 41' 



. johd also employment, work, vocational 

• tf^lnlng) 14,19,31,35,36,37,38.,39,40,41, 
. ,44,U8,123„137 . 



Kozloff, Martin A. 166,168 



labels 9,111,137,138,150,162,170 
Lake County Cooperative Extenalon 

Service 69 ^ 
Lake County Developmental Dl8a1}llltles 

Planning, Committee 
' (Sub region 7 DDSA planning Committee) 

121 

. Lake County Health Department;.8 27,55, 
56,59,80,90,93,95,121 
Lake County Medical Society 55 
Lake County Society for the Retar^ded . 

Lake County/ Special Education Advisory 
M Commil^tee 121 

Lake Forest Hospital (see also 
hcispltals) 56 , . ' '-^ 

Lake-McHenry Regional Consortium. . . 
Board 183 ' / - " 

Laj|:e-McHenry Regional Program 55 , 60 , 
* 63,65,146,183 . 

Lamaze 90,92 . 

Lambs, llhe 42,114,115,180,184 

tambs Ins^Kute 42 - 

language (see also communication,, 
developmental activities) 28,30,|!»6, 
60,61,62,63,64,99,100,102,10^.106, 
137,143, 144., 145 , 146 , 162 , 164 , 16^, 1 7"0 , 183 

language therapist (therapy) 15,24,60,64 
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Laremont School 111,113,182 
law suits 176,177 

laws 81,85,111,124,12^,127,130,133,176,171^ 

lawyers ^51 , 86^ 108 , 125 , 126 

Lazar,* Flora E. and Richard B# 106 < 

lead poisoning 157 ^ 

lieague of Women Voters 106,132 

leai?ning (s^e academic skills, 

developmental activities) 
learning disability 143,166 
Learning Exchange 115 
least restrictive environment 14,24, 

124,129,148,173,177 
leg braces (see special equipment) ^ 
legaL incompetence 84,85 
legal rights (see rights) 
legal services 86,125 

legislative branch (federal) 174,175,176 
legislation 51,52,112,116,131,132,133, 

134,171,174,175,176,177 
leisure 18,30,33,35,46,61,75,115 
libraries (librarian) 21,103,108 
LICA 55\65,146 

licensed nursing home 46 , 

life-course planning 33 

life-cycle "planning 21 

life Insurance 85 

limited guardianships 8?^ 

limits 20,29,30,99,102 # 

Lincoln School l&l 

living envJLroi]ments 45-52,117,118 

Lloyd, Janice 106 

LMRP 183 

loans (see fundipg) 

lobbying 111,116,122,173,178 

local governments 132 

long-*term care facilities (see resi- 

.denti'al facilities) . 

Lor ton, Mary Baratta 106 

low birthweight 90^,91,142 

Low Incidence CooperatJ.ve Agreement 

Program 55,65,146 
LPN 45 • ^ 

Lutheran' General Hospital (aee also 
hospitals) 87,93 



M.A* 14. 

Macmlllan, Donald I,; 150 
mains treaming 150 , 173 
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malnutritiori (see ^Lso nutrition) 142 

malocclusion 57 ,65^ 

manual signs 61 * ^ / 

March of Diirtes (-see National Foundation- 

, March of I>imes) |^ * • 

marriage^ (see rights) ^ ' 

marriage c^ounselors (see family 

counseling) 
Mdrz^llo, Jean 106 
masturbation 13 
mathematics 30 
Matkin, Arlene 60,64 
Mat son, Virginia 180,184 
maturation .30,41,50,144,167 
McNamara, Joan and Bernardy 11 ,95 . 

MCT oil 161 /^"^ ' 

meal planning ($ee booking; mealtimes) 
mealtime (8e6 also family routing) 

61,65,66,67,68,69,100,101,105,106,149, 

156,161 

measles (see* also rubella) 93,94,143, 
158 

Medicaid 128,1/5 .: ^ 

medical specialists (groups, services) 
(see also aliLnics, health care, 

hospitals) 11,55,108 
Medicare 83,175 ' ^ 

medication 13,48,56,65,68,71,91,93,95, 

142, 147, 154 ,r57, 160, 167 ' 
Medi-Check International Foundation, 
' Inc. 56 

membership (see group membership) 
Mendelsohn, Robert 151 
meningitis 143 , 
menstruation 13,30 

mental development 60, 105, i06, 137, 146, 

164,170,171 
mental health/illness 162,163,167,171, 

175 

mental retardation 26,74,81,116,117, 
127,134,137-151,153,156,162,166,170, 
171,174,176^77,178,183,184 
mild cerebral pal,sy 153 
mildly retarded 77,138,143,144 
Milunsky, Aubrey 95 • 
Minnesota Diversified Industries 42,123 
M/M/R 94 

mobility training 29,34,155,170 
model workers 42 
moderate cerebral palsy 153 
mqderately retarded 77,143,144,182 
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modifications (see special equipment, hom^ 

design) 
Molloy, Julia ^0,64 
monitoring drug levels 160 
irionltoring programs 51,108,109,110^ 
monoplegia 153 
Montessori. i6',32 
Moore, Coracle ^1 134,151 
Moraine Association 51,117,121,181 
Morton, KaChryn G. 134,151 
Moses,- Ken 7 J. 

motor abilities (skills, development) 
'25,28,60,67,100,101,105,144,146,153,154 

Mount Saint Joseph 181 

movement (see also mobility, motor 
abilities) 100,101,137^147 

M.Sc. 14 

M,S,W» 13 

multiply handicapped 35,143,182 
mumps 93^94,143,158 

music 18,30,31,167 ' . 

mutant gene 139 



N 



NARC 39 

National Association for Down's* Syndrome 
116,151 

National Assdclation . Cor Retarc^gcl Cltiiens 
(see also Illinoi^s Association for 
Retarded Citizens) 8,39,52,74,113,116, 
118,148,151,173,175 

National Association of Coordinators of 
State Programs^ for the Mentally 
Retarded 175 

National Association of State Mental ^ 
Health Program Directors 175 ' 

Nationals Council for Homemaker - * 

Health Aide Serylcefl 80 
National Easter Seal Society for Crippled 
^ Children arid Adults 58,63,77,114 
National Foundation - March of Dimes 96 
National Foundation of Dentistry for the 

Handicapped 58 
Natlona,l Genetics Foundation 96 
National Institute of Child Health 

gnd Human Development 175 
National Institute of Mental Health 175 



National Institute on Neurological 
and Communicative Disorders and 
stroke 175 ' • . 

National Institutes of Health 175 
National Society for Autistic Children 
(see also Illinois Society for 
Autistic Children) 52,77,115,116,163, 



neonatologlst 11 
nephrologist 11 
neurologist 11 
neuron 157 

Newcomb, Joyce R« 64 

newslettergf38 , 52 , 113 , H4 , 115 , 116 , 134 , 
155 / . 

NICHD 175 
. Niehans, Paul 148 
NISRA 78 

Noland, Robert h. 74 

Npncategorical definition (see ter- 
minology) 

non-prescription drugs 56,91 

non-verbal communication 60,61,64 

normalized environment (normalization) 
46,48^73,179 \ ' ^ ' 

norm-referenced measurement 14 

Northeastern Illinois Special 
Recreation Association ^78 

Northern Illinois Special Recrei^tlon 
As'soclAtion 78 

Northern Suburban SpeALal 'Education 
District 55,65,113,182^ 

Northern Suburban Specj^X Recreation 
Association 78 
, Northwestern University 60 

NSSED 55,65,113,18! 

NSSRA 78 

Nurse (nursing services) 12,30,45,46, 

48, 55, 59 ,64, 65, 67, 69, 72, 73, 80|109, 118, 

.124,125,144,156 
nursery school 27,108 
nutrition (nutritioni«t) 13,59,65,67, 

68,69,88,90,92,95,139,142,147,154,158, 

160,161 



0 



objec^^ives 125,179 . 
objectivity 110,119 
observations (see records) 
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obstetrician 11,90,92 . ^ . 

occupational therapist (therapy, services) 

16,24,46,64,65,67,69,124, 154,167,183 
office buildings (see architectural 

barriers) 
Officer Frlenclly programs 81 
omissioh errors 63 
on-the-job trqtining 35,39^,40 
oncologist 11 \ \ , 

ophthalmologist 11,59 
Oppenheim, Rosalind 0^.168 
Opportunity, Inc. 42,117,123' ' ^ 

optician 59 ' 

optometrist 59,108 v 
oral surgeon 11 
organizing 122 
orthodonist 11 
Orthogenic School 163 
orthopedist 11 . 

osteopath(ist ) IL , . 

otolaryngologist 11 

overprotec t iveness (see Independence) 
overweight (see weight, nutrition) 
Owen; Cor inne 180,184 
oxygen Intake 142 ' 
oxytocin 142 



FAC 1.14 , ^ * ^ • 

pacing (see also repetition) 112 
paraplegi^a 153 

ParenL Advisory Council (see also parenL 

organizations)' 114 
parent advocate (see advocacy) 
parent-infant education programs (see.^ 

early interventiorv^ 
parent involveipetft 122 

parenL organizations 8,14,21,24,55,72,75,79, 
81,82,108,109,111-116,117-122,131,169,173, 
177,181 

'parent outreach (s^e rflso pilot parent ' 
ptograma) . 

parent- teacher associations , federations , 
organizations -(see parent organizations) ^ . 

parenL- teacher conferences 12 , 21 , 125 

parenL*- Lo- parent intervention (see also 
pilot parent programs) 122 , 

Parental Streatf Service 72 



Parents' Campaign^ for Handicapped 
Children and Youth 38,109,134,151 

'Park,l31arg Claiborne 168 

park districts (see also special 
recreation) 76 ,107 

partial seizures 158 

patience. 100. 

Patient Prescription Juformation, Inc. 

56,57 * - ^ 

PCMR 183 

pediatrician 11,13,55,103,151 
peers 30 

perception 137 , 163 , 169 

perinatal c^^inters 93 . ^ ' 

periodontal disease 57,58 

perseverance 165 

persistence (see repetition) 

Perske, Robert 150 

personal adjustment 36 

personal appearance (habl ts) . 31 ,36 ,41 

pertussis (see whooping cough) 

petit mal seizures 158 

Ph.D. 14 

Phelps, Winthrop M. 152 
phenylketonuria 68 ,87 ,92 , 139 , 147 , 

154 

phenylpyruvic acid 139 
Phenytoin Sodium 56,57 
physical development (see also ^. ^ 

developmental activities) 106 
physical education 18,30^75,167 
physical handicap (see also special 

equipment, home design) 60,77,106, 

113,115,128,154,170,171 
physical therapist ((pherapy, services) 

16,24,46,50,64,65,67,69,75,115,124, . 

148,154,181 
physician (see- fprn^ly doctor) 
Physician Referral Service 55,108 
physiology 16 
picture communication 61 
Pieper, Klizabeth 168 
pilot parenL programs 118,122 
Pipes, PfJggy L'. 69 
PKll 68,B'7,92,9J,139,147,154 
placenLa 91,14? 
plaque 58 * 
plastic surgeon 11 
plateau 26^46 ' . 



I 
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play (see^ames, leisure, recreation) 
podiatrist 108 
poisonings 94,96 ' * 
police 81 

policy boards 21,37,109,119,120,132 
polio (poliomyelitis) 93 
political organizations (see also 

parent organizations) 108 
postmaturity 142 
preghancy 88-92^42,152 

prelanguage skills (see also developmental 

activities) 164 
prematuirity 9-3,142 
prenatal examinations 88,89,90,95 
preschool 26,27,37,106,137,149 
prescriptions (see medication) 
President's Committee on Employment of the 

Handicapped 44,176 
President's Committee on Mental 

Retardation 44 , 134 , 144 , 175 , 176 , 183 
pre-vocational 18,35,37,39,180 \^ 
primary school 26,27,37,137 
principal 20,109,124,125,127 
priorities 111,121 

private schools (see special education) 
profoundly disabled (see severely/ 

profoundly disabled) 
program selection 107,108 
programming (see curriqula) ^ 
progress (see alsb developmental 

activities) 99,102,i05,148 
proposal writing 120 ' 
propriety of records 127 
prosthetic-orthotic devices (see also 

special ^equipment) 106 
protection (see rights) v 
psychiatrist 11,48,73 
psychoanalytic 163 
psychological tests 9 
psychologist (psychological services) 

14,38,46,48,71,73,81,108,109,118, 

124,125,183 
psychonvotor seizures 158 
psychotherapy (kee also therapy) 167,169 
PTF 113 
pro 113 

Public Act (legislation) 133 
public assistance programs 82 
public hearings 51,133 



Public Uw 94-142 124,174 • 
puOilic relations 51,120 
public schools (see special 

education) 
publicity (see public relations) 
punishment (see discipline) 



quadriplegia 153^1ft^ ^ 
quiejt baby (see also, infancy) 



R 



147 



rash 13 

reading (see developmental activities, 

academic s kills) 
receptive functions 15 ' 
receptive language 61,170^ 
recessive genes 139 
recipes (see cooking) 
records 8,10,11,12,25,26,36,79, 

83,99, 108 , 109 , U4 , 125 , 126 , 127 , 183 
recreation 31 ,34 , 35 ,47 ,67 ,68 , 75-78 , 

104,106,108,113,114,118,131,144, 

167,181. 
recreation director 17 
referrals 24,55,79,96,108,113,115, 

146,166 

Regional Transportation Authority 

81,129 
t^gulations laws) 
rehabilitation (see habilitation) 
Rehabilitation Act 41 
release of information 12 
relevance of records 127 
religious education (see special 

religious education) 
remodeling (see home design) 
repair of equipment (see special 

equipment) 
repietition 99,100,107,167 
research ^7 , 1 13 , 119 , 147 , 150 , 151 , 

155,161,163,169,173,177 
residential facilities (programs, 

placement) 13 , 14 , 36 ,42 ,45 ,46 ,47 ,49 , . 

51, 52, 64, 85, 105,107., 116, 117, 118, 

121 , 129 . 130 , 149 , 173 , 176 , 177 , 178 , 
{.179,180,181,182,184 
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respite care (services) 47,48,80,167 
responsibility 20,29,30,34,37,50,84,119,127, 

137 , . . ^ 

restaurants (see architectural barriers), 
restraint (see also disclplinef 102 
rewards 99 
Rh negative 142 
rheumatologist 11 
rhv/thm problem 63 
Rithmond, Julius B.'' 151 
tghts 84,109,110,115,116,118,124,127,128,129, 
fco, 132, 134, 138, 150, 173, 176, n7, 178 
rights training 110 
Rlmland,' Bernard 163,168 
Rlmland School for Autistic Children 
168 

Ritvo, 'Edward 166,169 
Riverside Foundation 114,181 
RN 45 - 

Robert A* ^•'lood Work Activity Center 
181,182 

Robinson, Nancy M* and Halbert B. 
145,150 

Rockford Memorial Hospital (see also 

hospitals) 87,93 
role models 37,42 
Roman Catholic 32 
Rood, Larry k. 122 

room dwfor 31 ^ 
Rose, Fran 117 » 
Rotary Club (see also service 

organizations) 42 
RTA 11% 

Rubella 91,92,93,94 

Rutter, Michael 163,165,169 % 
Rynders, John K. 149 

s 

Sabln vaccine 93 
Saint There«e Hospital 

(see also hospitals) 56 
Sally Potter School 113 
satisfaction (see also rewards) 99 
scapegoating 71 
schizophrenia 162 
school board (see policy boards) 
school meetings (see parent-teacher 

conferences , staf f ings) 



Schopler, Eric 163,165,169 
Schrieber, Meyer 74 
scouting 76,77 
secondary school 29,37,39 
Secondary Work Experience Program 
39,40 , . 

SEDOL 113,182 

seeing (see vision, developmental 

activities) * 
seizures 56,81,152,153,154,157,158, 

159,160,161 
self-care 29,30,35,170,183 
3 e 1 f - c o n f 1 d ence^ 2 0 
self-cdntrpl 20 
self-direction 170 
self-discipline 20,29^,102 
self-esteem 106 
self-expression 115 
self-help 24,30,47,48,101,102, 

115,137,144 
self-maintenance 144 
self-reliance 15^30 
self-sufficiency 48,81,101,123,170 
self-support 14,35 
semi-independent living skills. 

48 , 

sensorimotor skills 137,144 ' 
service needs 118/119,131,108 
service network li8 , 119 ,121 , 17Q,175 
s«ervice organizations 42,108,112, 
122 

severe cerebral palsy 153 

severely/profoundly disabled 
(handicapped, retarded) 35,40, 
45 , 114 ,143 , 144 , 171 , 178 , 182 

sex 30 

sharing 146 

sheltered care homes 46 

sheltered workshop (see workshop) 

shoplifting (see law, police) 

shopping centers (see architec- 
tural barrlei^) 

shower attachments (see home 
design) 

sickle cell anemia 87 

sight (see vision) 

sign language (signing) 61,62,^4, 
113 
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simplicity 100 • ? 

sitting (see also developmental 

activities) ICQ, 145 . 
six-hour retarded child 138,143 
skilled tfursing home 45)121 
SU 48 . . 

sleeping (see '^Iso developmental activities) 

156 

Sloan, William 184 
slow iearil'ers 143 

smallpox 94 . . ■ 

smiling (see al^o developmental 

abilities) 145' 
social Insurance 82 *. 
Social Security 82,83,131,175 
Social Security Administration 82 
social service organizations (see 

service orgAnizations) 
social skills (activities, 

developments, interaction) 28,30, 

31,34,35,36,41,47,50,60,75,76,77, 

102, 105, 106, 111, U3, 118, 137, 144, 

162,164,168,184 " 
social workers 13,14,24,48,50,72,73, 

87,109,115,118,124,125,156,183 
socialization 24,35,50,137,156^ 
socially acceptable behavior (see 

social skills) 
spastic (spasticity) 67,152,153,156 
special education 12,19,23,24,26,37, 

39,41,46,47,50,55,64,72,79,80,83, 

95,105,106,107,108,109,113,114,116, 

118,119,121,124-127,130,131,138,144, 

147,148,150,154,166,168,174,176,177, 

178,180,181,182,183 
Special Education District of Lake 

County 113,182 
special equipment 16,55,63-4,61,67,105, 

106,154 

special interest groups (se^ service 

organizations) 
Special Olympics 18 
special recreation -67", 76 ,77 ,78 ^80 , 

118,121,167 
Special Religious Education 32,80,118 
speech (see language) ) 
speech therapist (therapy, specialists) 

15,24,48,60,64,115,124,154,183 
Spock, Benjamin 71,95 w 
sports (see games, recreation) 



SPRED 32 

SSI 82,83,130,131,175 

staffing 7,12,21,5L,120,173,178 

standards for residential ^ ^ 

facilities 178 
standing (see also developmental 

activities) IDO 
Stanford-Blnetf intelligence test 

143,144 ^ 
state (see listings un(}er Illinois) 
state guardian 95 
Stein, Sara Bonnett 155,156 
sterilization 128,176,177 
stereotypes 170 " 
Stevens, Harvey k. 184 
stores (see architectural 

barriers) ' 
Stratfcrd Center 182 ,. 5*^ 

Stratford School 113,182 '* 
stress (see crisis intervention, 

frustration) 
subjects, experimental 147 ^ 
subsidies 39 

substitution etirors 63 ^ ^ 
sucking 65,101 
summer programs 77 
superintendent iO, 109, 121 ,125 , 
126,127 

Superintendent of Documents 151 
supervised living (residence) 

39,46,50,83 
supervised work situation 39, 
Supplemental Security InJ!t)me 1&2, 

130,131,175 
supported living (supported living 

arrangement) 31,48 
surgery 13^154,160,161 
swallowing 65,66 ^ 
SWEP 39 

swimming (see recreation) 
symptomatiq epilepsy 158 



taking' turns 146 

talking (see language^develop- 
mental tasks) 
.^arjan, George 151 
Aask analysis 40 
^axes 51,82,130,132 

Tay Sachs disease 87,88 
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TB 9A 

Td immunization 9A 
teachers 19,38,39,40,65,69,72,78, 

102 , 103 , 107 , 109 , 110 , 1 1 1 , 124 , 1^5 , 

127,131,167,176 

teens (see adolescence) 
telephone hotlines (see hotlines) 
tejephjdines (see home design, special 

equipment) 
Terese, Robert 180)184 
terminology 111', 144 , 149 , 152 , 153 , 170 , 

171,172,175 
test jargon (see jargon) 
testamentary trust 86 
testing (see evaluation) 
tetanus 94 

tetracycline 58 > ^ 
theatres (see architectural 'barriers) 
therapy (ther^ipists) 9,14,24,36,60,63, 
•64,73,77,78,80,99,102,103,107,114,115, 
116 , 1 18 , 119 , 13 1 , 138 , 147 , 13l, 155 , 156 , 
159,160,166,167,176,177,181,182 
tliinking (see mental development) 
time-out 20 

toileting (toilet training) (see 
also developmental activities) 13, , 
74 , 101 ,102,105, 137 , 145 , 149 , 156 , 183^ 

toothbrushing 58,66 

tooth decdy 58 

TOPV 93 

total communication 61,62,64 
toxoplasmosis 92 
toys 16,27,28,31,103 
trader 38 

training program 17 
tranquilizers 58 

translatdrs X^^e also interpreters) 108 
translocation 140 

transportation 14 , 2 1 , 25 ,29 ,34 , 36 ,40 , 
81,106,108,112,120,129,176,177 

treatment (see, therapy) ^ 

triplegia-153 

trisomy 21 140 

trustee 85 - 

trusts 83,85,86. 

Try Aixother Way 40 

tuberculosis 94 

tutoring (see also child care, 
companionship) 111 




typewriters*^ (flee special equipment) 
U 

UCP 115 . w 

ultiq^Qonography ^ultrasound testlVg) 

89,90 * / ^ " * 

underweight (^^ee welgtit, nubrltlott) 
unions 38,4? 

Un;f.ted Cerebral Palsy Associations, 

Itic. 52,112,115,155,156,175 
United Way 79,122,123 ^ 
utologist 11 

U.S. Department of Health^^ Education, 
and Welfare 94,96,123,134,144,151 • 
U.S. Department of Houfiingyand 

Urban Development 13d 
U.S. Department o^ Labor 39, 128 
U.S. Department of Transportation 129 
U.S, Office nof Education 174 
U.S. Public Health Service 175 
utsensils (see special * equipment , . * 
nutrition) * , 



vacations 47,77,80 ^ J^^ 
vaccinations (see immunlzatiotis) * 
verbal cpmrnunicafion (see also 

communication) 61 , 
Veteran's C number 83 ' 
victory Memorial Hospital (see also 
^' hospitals) 56 ^ 
viruses 142 

vision 59-60,146,153,183 

visitation 45,52,107,122 

visual-motor skills 28 

visual'-perceptual skills 28 

vocat,ional centers (schools) 37,38 

vocational counselors 18,19,39,50 
J' Vocational Education Act 17^4 
/ vocational evaluation (see 'evaluation, 
vocational) 

vocational training (services, skills, 
interests, education) ,18,19,28,31,35, 
36,37,38,39,40,42,43,44,46,48,50,75, 
118,131,137, 144, 155, 167, 174, 175, 180 
,^ voice problem 63 

volunteering 111,113,114,120,17^,180 ' 
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voting (see rights) . Z p 

Vrpegh , Kven 24 

V zero-reject policy 38 

' Zion-Benton IJpspital (see 

^ International Hospital) 

W-2 statement 83 zpning 51,132 

Valkers (see special equipment)^ • zygote 139,140 * 

walking (see also develonpaental activities) . 

145 . 
ward 84 ^ / . ' 

Waukegan Community Unit DistBict No/ 60 

114,182 ' « 

Waukegan Developmental Center 13,i33,71, 

177,179,182,183 • ; ' i> 

Waukegan Early Entry Program' 182 
Waukegan Early Evaluation Program 182 
WEE 182* 
WEEP 182 . 

weight (dpi also nutrition) 67-68,90 
welfare 130,131 

wheelchairs (see special equipment, 

home design, architectural barriers) ' 
White, Burton L. 106 
WhUj^^ouse Confer/ence's 176 
>i»^lrooping cough 93,94 
WIC 69,90 
wills 83,86,129 ' 

Wing, Lorna 165,169 - , ' 

Woifensberger , Wolf 184 ' m 
Women-Infar^ts-Children program 69^90 
Women's Board of The Lambs, Inc. 115 
work 35,50,119,121 (see also employment, 
jobs) 

Work Activity Program 35,36,39,41 - ^ * 

work attitudes 19,40 

work habits (skills) 19,36,40,41,118 * ^ * 

work samples 19,38 
workshop 35,36,39,41,48,131,181,183 
woi;;k-8tudy coordinators 39 
work/ training programs 42 

World Health Organization 162 „ * 

worship isee architectural ' 

barriers, special religious edu- • 

cation, clergy) 
writing (see developmental activities) 



.YMCA 77 
YWCA 77 



\ 
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